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CHAPTER I 

Introduction 
 

“If our children are well cared for, we know that our communities are                                             
strong and our future is bright.” 

Governor Rendell1 

The health of pregnant women, mothers, infants, children, youth, and children with special health 
care needs (CSHCN) is important to the overall well-being of Pennsylvania’s families and 
communities and the State as a whole. Assuring the health of children assures the ongoing health 
of Pennsylvania. However, assuring the health of Pennsylvania’s children and families is not 
always easy in an ever-changing environment. Therefore, it is important to understand the 
current health status of these population groups, learn about the factors that promote or impede 
health and wellness, and use this information to strengthen systems of care and services that 
families need.  

To this end, the Pennsylvania Department of Health, Bureau of Family Health contracted with 
Health Systems Research, Inc. to conduct an assessment of maternal, child, and family health in 
the State. The purpose of this assessment of maternal, child, and family health is to gather and 
present up-to-date information about the health and well-being of the women, infants, children, 
CSHCN, and families residing in the Commonwealth. The information can be used to guide 
policies and services to promote the health and well-being of children and families and to 
facilitate the appropriate and effective allocation of resources. The assessment is designed to be 
useful to all those in Pennsylvania concerned with the health and well-being of the State’s 
mothers, infants, children, youth, and CSHCN. The assessment was conducted under the 
auspices of the Federal Title V Maternal Child Health (MCH) Program in accordance with its 
mandate to the States to conduct an in depth maternal child needs and capacity assessment every 
5 years. 

Title V focuses on all mothers and children. The purpose of Title V is “to investigate and 
report upon all matters pertaining to the welfare of children and child life among all classes of 
people.”2 Title V is the only Federal legislation dedicated to promoting and improving the health 
of the Nation’s mothers and children. Because of this mandate, it provides a context and overall 
guidance for all programs that target specific categories of mothers and children and the special 
problems experienced by these population groups.  

                                                 
1 Office of the Governor, Press Release Announcing Children’s Cabinet, June 3, 2004. 
2 P.L. 62-116; April 1912 
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The Title V Block Grant Program is a Federal-State partnership that awards funds on a formula 
basis to State health agencies to meet local needs for the Title V population. Each year, 
Pennsylvania receives Federal dollars to promote maternal, child, and family health and well-
being in the State. For the effective allocation of these resources, it is critical that State Title V 
decision makers have a thorough understanding of the needs of the MCH population and the 
capacity of the delivery system to meet these needs. It is for these reasons that it is essential for 
State Title V Programs to conduct maternal child needs and capacity assessments that are: 

• Comprehensive  

• Carefully designed  

• Multifaceted, using a variety of qualitative and quantitative methodologies to  
• obtain and analyze data  

• Respectful of all segments of the MCH population groups 

• Inclusive, involving stakeholders and families in every component of the process.  

What is a needs and capacity assessment? An assessment of the needs of a population group 
and the capacity of the system to address those needs is fundamentally the description of the gap 
between “what is” and “what is needed.” However, need can be assessed only in relation to the 
outcomes desired for the population groups being assessed. For example, if a desired outcome in 
Pennsylvania is early and adequate prenatal care for all pregnant women, then an assessment can 
be conducted to determine the extent to which pregnant women in Pennsylvania are obtaining 
early and adequate prenatal care. The process then involves the identification, collection, and 
analysis of data to determine what prenatal services are provided, to whom, when, and how. 

A needs assessment is not simply an exercise in data collection but rather a process that uses 
both qualitative and quantitative methodologies to gather data and examine the relationships 
among the data. This process results in a comprehensive picture of the population’s status and 
needs in relation to desired outcomes.  

MCH outcomes form the basis for the assessment framework. The assessment framework is 
comprised of the MCH population groups with outcomes identified for each group. This design 
facilitates discussion about the findings and lends itself to the identification of the organizational 
entities at both the State and local levels who can work with the Title V agency to use the 
findings for the ongoing improvement of maternal, child, and family health in Pennsylvania.  

The following outcomes serve as the framework for the assessment and can be used to guide the 
use of assessment findings. 
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A. Pregnant Women and Women of Childbearing Age Outcomes 

In Pennsylvania, we want: 

• Women of childbearing age to use ongoing preventive and primary care 
appropriately 

• Pregnant women to use early and adequate prenatal care 

• Pregnant women to use as appropriate the full range of enabling and support 
services to promote a positive pregnancy outcome. 

B. Mothers Outcomes 

In Pennsylvania, we want: 

• Mothers and women of childbearing age to use comprehensive postpartum 
services and ongoing primary care 

• Mothers to use as appropriate the enabling and support services needed by them 
and their families to care for their infants and children 

• Mothers to have access to breastfeeding information and support as needed. 

C. Infant Outcomes 

In Pennsylvania, we want: 

• Infants born at term, of normal weight, and without preventable congenital defects 

• Very low weight/preterm infants born in facilities equipped to care for them 

• Infants welcomed into a family, a home, and a community that is prepared to care 
for them 

• Infants to appropriately receive ongoing preventive and primary care. 

D. Children and Adolescent Outcomes 

In Pennsylvania, we want: 

• Children to receive ongoing and preventive health care consistent with the Bright 
Futures Health Supervision Guidelines 

• Children cared for in environments that protect their health, promote their well-
being, and ensure their safety 
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• Families to have access to and use services that strengthen their parenting skills 
appropriately 

• Adolescent children to use ongoing health services appropriate to their stage of 
growth and development 

• Adolescent children to obtain the health and lifestyle information and education 
that support lifelong positive health behaviors. 

E. CSHCN Outcomes 

In Pennsylvania, we want: 

• Children with chronic health problems or disabling conditions to use all the 
primary and preventive services used by typical children 

• CSHCN to use the full range of health-related services needed to maintain or 
improve their health and well-being and the services needed to slow, delay, or 
prevent untoward outcomes resulting from their chronic health conditions or 
disabilities 

• Families of CSHCN, including their siblings, to have access to and use 
appropriately the full range of health and health-related services required to 
promote their growth and well-being and manage their conditions or disabilities 

• CSHCN to use out-of-home childcare, preschool, and ongoing educational 
services as appropriate to their age, developmental stage, and health condition 
and/or disability. 

F. Family Outcomes 

In Pennsylvania, we want: 

• Families to have access to the information and support they need to maintain a 
healthy lifestyle for its members including proper nutrition; adequate exercise; 
and physical, emotional, and mental health 

• All those caring for infants, children and adolescents (including mothers, fathers, 
grandparents and guardians) to have access to and appropriately use childrearing 
information and family support services to strengthen parenting skills and family 
life.  

This report provides a context for assessment findings through a discussion of Pennsylvania 
demographics, family security, and the health care infrastructure. Findings from the assessment 
are organized by MCH outcome to present a picture of where the State is in achieving the 
desired outcomes. 
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Organization of the Report. The following structure is used to organize the document: 

• Chapter II   Assessment Methodologies 

• Chapters III  Pennsylvania Demographics 

• Chapter IV     Family Economic, Housing, Food and Health Care Security 

• Chapter V  Pennsylvania Health Care Infrastructure  

• Chapters VI-X   Findings and Analysis by Population Group     

• Chapter XI    Collaboration and Systems-building 

• Chapter XII   Recommendations 

• Chapter XIII   Capacity Assessment Summary 

• Chapter XIV  Summary of MCH Needs and Capacity Assessment 

                                                Regional Stakeholder Meetings 
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CHAPTER II 

Methodology 
 

Introduction 

The conceptual framework used to conduct the needs and capacity assessment was developed 
around a set of outcomes describing the health and well-being of the maternal and child 
population in Pennsylvania. These outcomes articulate what is wanted for Pennsylvania’s 
maternal and child health (MCH) populations, and the information collected via the assessment 
tells us “how well” Pennsylvania is meeting each of them. The framework is also built around 
expectations for the capacity of the system to provide services that are available, accessible and 
responsive to the needs of the MCH populations. 

The Needs Assessment Team utilized a multifaceted approach to gather and review information.  
This approach involved the review of existing secondary data sources and collection of primary 
data specific to this needs assessment. Also important to this process was the development of a 
mechanism to involve stakeholders for the purposes of obtaining feedback about the findings, 
identifying internal and external resources, and engaging them in decision-making about MCH 
priorities.  

A. Data Review and Collection 

The use of data from a variety of sources was critical to this process. The first step involved the 
identification of indicators of need and capacity and the identification of appropriate data sources 
able to describe levels of need in a way that is meaningful and useful. The indicators considered 
in this process were derived from the MCH outcomes for Pennsylvania’s population groups and 
from extensive lists of indicators previously identified and well-accepted in the field of MCH.  

The complexity of this examination required a methodology that involved qualitative and 
quantitative approaches to the collection and analysis of data and information. Qualitative data 
are typically characterized as subjective and nonnumeric, while quantitative data are viewed as 
objective and numeric in nature. In reality, these distinctions are not absolute. Qualitative data, 
such as that obtained from focus groups, can be coded into numeric values and analyzed. And 
although quantitative data may be in numeric form, the process of coding and categorizing does 
involve subjective judgments. It is important to remember that there are limitations to all data. 

Another way to categorize data is to distinguish primary data from secondary data. Secondary 
data are defined as data that were previously collected, for another purpose, but are still useful in 
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the needs assessment process. The primary types of secondary data used for this process are 
outlined below.   

1.  Secondary Data 

a. Population-based Data  

Population-based data are comprehensive in scope, because they provide information on a large 
number of individuals over a large geographic area; such is the case with Pennsylvania’s vital 
record system, which collects information from birth and death certificates. This information was 
essential in describing the health of the maternal and child population and was a source for 
indicators such as low birth weight, preterm birth rates, infant mortality rates, and data about 
congenital anomalies identified at birth.   

Another useful source of population-based data was the U.S. Census Bureau, through which 
information was available at both the State and county levels. Census information provided 
demographic information, such as population density; income; poverty rates; and breakdown of 
Pennsylvania’s population by gender, age, race, and ethnicity. Another important information 
source is the data available via the National Center for Health Statistics. The extensive data 
collected and analyzed by the Department of Health Bureau of Vital Statistics and Research were 
critical to the conduct of this assessment. The Bureau is to be particularly commended for the 
organization of data into State and county profiles and around particular family health outcomes. 

b. Program Data 

Often, agencies and programs providing services collect client information which may be helpful 
in describing the health needs of a specific population. This assessment relied on data from a 
number of programs serving the maternal and child population groups. There was a range in the 
quality of the data collected by these programs, but some of the information reviewed provided a 
description of demographics, risk factors, health status, and service utilization. Some of the 
programs that were helpful in this process include the following:   

• WIC Program 

• Childhood Lead Poisoning Prevention Program 

• Healthy Start 

• Head Start 

• Early Intervention 

• Help lines such as the Special Kids Network and Healthy BABY/Healthy KIDS 
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c. Survey Data 

Surveillance data are an important component of public health and typically are collected on an 
ongoing basis and utilize methods for collection, analysis, and evaluation that are systematic. 
They can provide information on the incidence of disease or the presence of environmental and 
behavioral risk factors that may impact the health status of a population. Like many other States, 
Pennsylvania operates surveillance systems for immunizations, childhood lead screenings, and 
communicable and chronic diseases such as asthma and obesity. 

When conducted periodically, surveys also fall under this category. An example of this level of 
effort undertaken by the State is the Pennsylvania Youth Survey, sponsored by the Pennsylvania 
Commission on Crime and Delinquency. This survey captures information on risk factors 
associated with delinquent behavior and substance abuse and is administered in school to a 
statewide sample of 6th-, 8th-, 10th-, and 12th-grade students. 

Statewide data are also available through several national surveys such as the Youth Risk 
Behavior Survey, the Behavioral Risk Factor Surveillance System, and the National Survey on 
Children with Special Health Care Needs. A review of these data allowed us to present 
information specific to the population groups, such as women of childbearing age, adolescents, 
and children with special health care needs (CSHCN). Of particular value was the National 
Survey on CSHCN, which provided information previously unavailable on the prevalence, 
demographics, and access to services for CSHCN and their families. The table below describes 
these surveys in greater detail.   

Table II-1. 
Pennsylvania Youth Survey (PAYS) 

Purpose Methodology 
Sponsored by the Pennsylvania Commission 
on Crime and Delinquency, the PAYS surveys 
secondary school students on their behavior, 
attitudes, and knowledge concerning alcohol, 
tobacco, others drugs, and violence. The 
survey assesses risk factors that are related to 
these behaviors and the protective factors that 
guard against them. 

The 2003 PAYS was administered in school to 
79,383 public school students in 6th-, 8th-, 10th, 
and 12th-grades. A total of 24 schools were 
invited to participate in the survey and were 
selected with a probability proportional to 
enrollment.   

Youth Risk Behavior Surveillance (YRBS) 
Purpose Methodology 

Established by the Centers for Disease Control 
and Prevention (CDC), the YRBS monitors 
the prevalence of youth behaviors that most 
influence health and focus on tobacco use, 
alcohol and other drug use, unhealthy dietary 
behaviors, physical inactivity, and sexual 
behaviors that may result in unintended 
pregnancy and HIV infection or other sexually 
transmitted diseases. 

The methodology employs a 3-stage cluster 
sample design to produce a nationally 
representative sample of students in grades 9-
12. Currently in Pennsylvania, this survey is 
administered only in the Philadelphia area.  
Students complete the self-administered 
questionnaire in school. Before the survey was 
conducted, local parental permission 
procedures were followed. 
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Behavioral Risk Factor Surveillance System (BRFSS) 

Purpose Methodology 
Sponsored by the CDC, the BRFSS surveys 
adults in all 50 States and the District of 
Columbia and includes questions on 
preventive health measures, activity levels, 
health care access ad utilization, and 
behavioral risk factors such as alcohol and 
tobacco use. Pennsylvania uses these data to 
monitor disease trends, develop risk reduction 
and prevention programs, and assess progress 
toward Healthy People 2010 (HP2010) 
objectives. 

The BRFSS is administered by telephone 
through a sample design that uses State-level, 
random-digit-dialed probability samples of the 
adult (aged 18 and over) population in 
Pennsylvania. The State-specific sample sizes 
range from 1,499 to 6,005 each year.   

National Survey on Children with Special Health Care Needs 
Purpose Methodology 

Sponsored by the Maternal and Child Health 
Bureau, the primary goal of this survey is to 
assess the prevalence and impact of special 
health care needs among children in all 50 
States and the District of Columbia. This 
survey explores the extent to which CSHCN 
have medical homes, adequate health 
insurance, and access to needed services. 
Other topics include care coordination and 
satisfaction with care.   

More than 3,000 households with children 
were screened in order to identify 750 children 
with special needs in each State. Interviews 
were conducted with their parents. Also, brief 
health insurance interviews were conducted 
for children without special needs to estimate 
State-level health care coverage using 
equivalent-sized samples in each State. 
Finally, for uninsured children from low-
income households, questions about parents’ 
awareness of and experience with Medicaid 
and the State Children’s Health Insurance 
Program (SCHIP) were asked. 

 

2. Primary Data 

“Primary data” refers to data collected directly for the purpose of informing the needs assessment 
and often involves gathering information directly from the study group. After a preliminary 
review of the available secondary data, we were able to determine the data gaps and identify 
additional types of data that would be helpful in this process. The ability to collect primary data 
allowed us to customize the data collection process by targeting specific population groups or 
areas of interest, such as parents of CSHCN. This type of data helps to complete the MCH 
picture and put a “face” to the story. The primary data collection efforts we utilized took the 
form of key informant interviews, focus groups, and structured group discussions.   

a. Key Informant Interviews 

Key informants were identified as individuals knowledgeable on MCH-related issues or systems 
of care serving the MCH population groups, due to their position or level of experience. 
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Interviews were conducted with 55 individuals over the course of 6 months; the majority of 
interviews were conducted by telephone. A complete list of key informants can be found in 
Appendix A.   

These individuals represented a diverse background and include State agency officials, 
advocates, program managers, providers, and directors from community-based agencies. The 
following table represents the general categories of key informants. 

Table II-2. 

Key Informant by Category Number 

State Official/Administrator – Department of Health 18 

State Official/Administrator – Other Agencies 11 

District or Local Health Administrator 5 

Advocacy Organization or Community-based Agency 
Providing Direct Health Services  

9 

Affiliated with Academic Institution or Hospital 5 

Other 7 

 

A standard protocol was developed and then tailored to the primary topic of discussion or 
expertise of the interviewee to allow room for discussion of any relevant issue. A copy of the 
protocol can be found in Appendix B. Generally, the following areas were addressed during the 
interviews:  

• Primary health needs and risk factors for each population group 

• Services available to address these needs 

• Issues related to access and barriers to care 

• Reasons for persistence of risk factors, health problems, and access issues 

During each interview, notes were recorded and then summaries were developed. The critical 
information was extracted and synthesized, which allowed us to compare findings with data from 
other sources and examine for consistency.   

b. Focus Groups 

Conducting focus groups allowed us the opportunity to explore research questions in more depth 
and offered the unique opportunity to gather information directly from the population groups that 
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are the focus of the needs assessment. No other method of data collection can provide this level 
of access to consumers’ perceptions and experiences.  

Table II-3. 
Location Population Group 

South Central 
(Harrisburg) 

Women with a child under 1 year 
 

Northeast 
(Wilkes-Barre) 

General parents 

North Central  
(Williamsport) 

Adolescents 

Southwest 
(Pittsburgh) 

General parents 

Northwest  
(Mercer) 

Parents with CSHCN 

Southeast 
(Philadelphia) 

Mothers with a child under 1 year 
 

Southeast 
(Reading) 

Spanish-speaking mothers with young children 

 

Seven focus groups were conducted in various regions of Pennsylvania. Based on the review of 
secondary data and key informant interviews, the above locations and population groups were 
selected as sites for focus groups. Also considered was the selection of communities that 
represented the geographic diversity of the State.   

The following table displays the demographic information for the focus group participants. 

Table II-4.  
Demographic Information of Focus Group Participants 

Demographic Information: Family Participants Number (N=68) Percent 
Number of Children   

1 19 28% 
2 25 37% 
3 16 24% 
4 3 4% 
5 3 4% 
6 2 3% 

Income   
Under 10,000 13 19% 
10,001 - 20,000 11 16% 
20,001 - 30,000 16 24% 
30,001 - 40,000 8 12% 
40,001 - 50,000 6 9% 
Greater than 50,000  10 15% 
N/A 4 6% 

Race/Ethnicity   
White 34 50% 
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Table II-4.  
Demographic Information of Focus Group Participants 

Demographic Information: Family Participants Number (N=68) Percent 
Hispanic 15 22% 
African American 17 25% 
Other 2 3% 

Last Grade Completed   
Less than High School 22 32% 
High School Graduate 19 28% 
Some College 13 19% 
Associate's Degree 2 3% 
Bachelor's Degree 7 10% 
Graduate or Professional Degree 2 3% 
N/A 3 4% 

Demographic Information: Adolescent Participants Number (N=11) Percent 
Age   

15 3 27% 
16 8 72% 

Seen Doctor Within Last 12 Months   
Yes 10 90% 
No 1 9% 

Race/Ethnicity   
White 10 90% 
African American 1 9% 

Insurance   
Public 0 0% 
Private 11 100% 
Don’t have health insurance 0 0% 
Don’t know if I have health insurance 0 0% 

 
At the time of the focus group, participants were (1) informed that facilitators were not affiliated 
with any State agency and (2) were encouraged to share their candid responses to the questions 
presented. Much like the key informant protocol, standard questions were used; but in addition 
based on the population group in attendance, others questions were also posed in an effort to 
identify issues specific to that group. For instance, the Spanish-speaking group was asked about 
barriers related to language and immigration status, which were not relevant in other focus group 
discussions. The focus group protocols are included in Appendix C.   

The focus group discussions were recorded and transcribed. These transcripts were then analyzed 
using a coding system that allowed the research team to assign codes to themes and subthemes 
that emerged in the discussions. Overall, we found these discussions provided valuable 
information on a number of topics, which raised new questions for exploration and illuminated 
some issues that had previously been raised.   
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c. Structured Group Discussions 

As an extension of the focus groups conducted with population groups, we also conducted 
informal group discussions at scheduled meetings among coalitions of individuals working 
directly with MCH populations and convened for the purposes of improving the health of 
mothers, children, and families in Pennsylvania. We presented information about the needs 
assessment and facilitated discussions among participants at meetings of the Bureau of Family 
Health (BFH) Family Health Advisory Council and the Pennsylvania Perinatal Partnership. 
These discussions were held for the purpose of gathering information on the population groups 
of interest and identifying additional sources of data. The information gathered during these 
discussions was found to be useful, as most of the attendees work directly with mothers and 
children and therefore are able to share the perspective of the “front-line” provider.   

B. Stakeholder Input 

Central to the needs assessment process was the meaningful involvement of MCH stakeholders, 
for the purposes of: 

• Identifying additional data sources 

• Explaining the “story” behind the numbers 

• Providing opportunities for feedback and suggestions 

• Assessing the impact of factors to be considered in establishing priorities 

• Determining potential audiences and mechanisms for the dissemination of 
findings 

• Developing a plan to implement recommendations. 

Several mechanisms were utilized to maximize the participation and involvement of 
stakeholders, including the MCH Advisory Group, the CAST 5 Workgroup, and Stakeholder 
meetings. 

1. MCH Needs and Capacity Assessment Advisory Group 

To ensure that this assessment met the needs of Pennsylvania, Health Systems Research, Inc. 
(HSR) developed the Pennsylvania MCH Needs and Capacity Assessment Advisory Group to 
provide feedback, guidance, and “reality checks” to the process we have undertaken. This group 
convened at the beginning of the needs assessment process, where we explained the 
methodology and solicited feedback on data sources that would be useful to us. Once the process 
of reviewing data was close to complete, the Advisory Group met again for a presentation of our 
preliminary findings. Once again, during and after the presentation, we received helpful 
comments and feedback from participants. Members of the Advisory Group were instrumental in 
organizing the upcoming stakeholder meetings and disseminating the findings from this needs 
assessment. 
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2. CAST 5 Workgroup 

Parallel to the process of the assessment of needs, is the analysis of the internal capacity of 
agencies serving the MCH population groups. Although the capacity assessment focuses on the 
BFH, the Title V agency in Pennsylvania, many MCH-related activities take place outside of this 
agency. Because of this reality, the assessment process considered resources that are internal and 
external to the BFH.   

Members of the CAST 5 Workgroup included key State personnel and directors from the 
Department of Health (DOH) as well as representatives from the health district level. Some of 
the areas represented by BFH personnel include CSHCN, newborn screening, lead poisoning 
prevention, and outreach and promotion. Outside of the BFH, the other DOH participants are 
engaged in a broad range of health functions, which include planning and statistics and the 
administration of programs in the areas of chronic disease and injury prevention, communicable 
diseases, and drug and alcohol services.   

This capacity assessment was guided by the process and tools developed by the Association of 
Maternal and Child Health Programs (AMCHP) in conjunction with the Women’s and 
Children’s Health Policy Center at The Johns Hopkins University. Through the course of several 
meetings, workgroup members worked with tools developed for CAST-5, which began with a 
self-assessment of the performance of MCH essential services that rated the adequacy of specific 
process indicators. The assessment also included a process to identify strengths, weaknesses, 
opportunities, and threats (SWOT Analysis) associated with these essential services. Later in the 
process, workgroup members also completed a Web-based survey to assess the extent to which 
organizational resources are sufficient or needed to perform the essential MCH services. These 
resources fall into the following four categories: structural, data and information systems, 
organizational relationships, and competencies and skills. Results from these processes were 
synthesized and intended to serve as a basis for developing an action plan to address priority 
needs to enhance capacity.  

3. Stakeholder Meetings 

Stakeholder meetings were held in 6 different locations throughout the Commonwealth during 
June 2005. These sessions expanded community participation in the assessment process. We 
sought the assistance of MCH stakeholders in each of these regions to assist in organizing and 
publicizing these meetings to promote the attendance of families, community-based 
organizations, professional associations, consumer organizations, and key informants. During 
these meetings, HSR described the purpose and process of the needs and capacity assessment 
process, presented the findings by population group, and facilitated a discussion with attendees 
to ascertain their perspectives on MCH needs and capacity issues.   

C. Analysis 

A nuanced analysis involves exploring the MCH outcomes through several lenses—to include 
the perspective of families, government agencies, programs, and providers. Examining data from 
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such different sources sometimes resulted in the analysis of data that was complementary and 
consistent but sometimes contradictory. The analysis of data was structured in such a way as to 
examine the relationship among the health infrastructure, program, and policies; the needs of 
population groups; and the capacity to address those needs.   

The analysis was conducted on a State level, but when available, data were presented by health 
district or county. Using data in this way allows the presentation of the “big picture” without 
missing the trends taking place at the county level. This can better inform those responsible for 
planning MCH activities and programs at all levels of the health infrastructure system. 

The capacity assessment was a critical component of the work, moving beyond documenting the 
“gap” in needs to provide the BFH and its partners with information to target the appropriate 
interventions to the appropriate populations, and includes an analysis of the personnel and 
services available to address these needs and identifies where there is sufficient and excess 
capacity.   

The next section of the report describes the demographics of Pennsylvania.  
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CHAPTER III 

Pennsylvania Demographics 
 

Pennsylvania is a large, diverse State rich in history and importance to the nation. This section of 
the assessment report provides an overview of the Commonwealth and its population in order to 
frame an understanding of the various factors that affect the health of Pennsylvania’s maternal 
and child populations.  

The State is comprised of 67 counties and 401 municipalities (incorporated cities, towns, and 
villages). Unlike most States, Pennsylvania’s county government system is overseen by a Board 
of County Commissioners elected every 4 years by its residents. The Board of County 
Commissioners oversees the operation of its respective county and represents its citizens’ 
interests. The majority of counties maintains important legal records (e.g., real estate deeds, 
marriage licenses, adoption papers, court records) and performs functions such as judicial 
administration, community development and environmental planning, public health and safety, 
public welfare, elections, and real estate assessment. Alternatively, the Allegheny, Delaware, 
Erie, Lackawanna, Lehigh, and Northampton Counties have a “home rule” form of county 
government in which an elected county executive and elected county officials help perform 
important duties. 

A. Population Demographics 

As the 5th most populated State in the country, Pennsylvania has a population of 12.3 million 
people and a population density of 274 persons per square mile, covering 44,820 square miles. 

The Commonwealth’s population has increased by 3.4 percent from 1990 to 2000. Figure III-1 
maps the change in population by county over the past decade. It is projected that Pennsylvania 
will be home to 12.4 million people in 2010 and 12.6 million people in 2020. Pennsylvania has a 
great many long-term residents, as Pennsylvanians are more likely to remain in the State in 
which they were born than residents of any other State in the United States. 
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Figure III-1: Population Growth, 1990-2000          
Source: U.S. Census Bureau 2000 

Almost one-third of the population resides in rural areas of the Commonwealth. According to the 
Center for Rural Pennsylvania, a rural county is defined as a county with a population density 
less than 274 persons per square mile. Applying this definition, 48 of Pennsylvania’s 67 counties 
are classified as rural. Pennsylvania’s rural areas grew at a slightly faster rate than urban areas. In 
fact, rural counties in eastern Pennsylvania grew three times faster than rural counties in central 
and western parts of the State (Center for Rural Pennsylvania website, accessed 1/05). 

1. Age    

Figure III-2 displays the distribution of Pennsylvanians by age. In 2000, over 25 percent of the 
Commonwealth’s residents were children. It is significant to note that the Commonwealth’s 
percentage of children has steadily declined each year. Estimated Census figures for July 2004 
place the population under 18 years of age to be 2,837,009, or 23 percent of the total population.  
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Figure III-2: PA Population by Age, 2000     
Source: US Census Bureau 2000 

2. Race and Ethnicity 

While population growth has been minimal over the past decade, the racial and ethnic diversity 
of the Commonwealth continues to increase. Figure III-3 shows that the non-White population is 
approaching 15 percent, comprised mainly of African-Americans. The Hispanic population, not 
represented in this figure, is considered an ethnic category and can comprise segments of any 
racial category. Statewide, the Hispanic population constitutes 3.2 percent of the population.  

 

 

 
 
 
 
 
 
 
 

Figure III-3: PA Population by Race, 2002 
Source: U.S. Census Bureau 2000 
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There is, however, enormous variation in the race and ethnicity of Pennsylvania residents by 
county. Philadelphia County contains the largest African American population of any county in 
the State (43.2 percent). The Hispanic populations are most substantial in the counties of Lehigh 
and Berks, comprising 10.2 percent and 9.7 percent of the county populations, respectively. 

3. Refugees  

Since the mid-1970s, more than 100,000 refugees have made Pennsylvania their home. Arriving 
from over 30 nations and representing a vast number of ethnic minorities, most refugees have 
succeeded, over time, in adjusting to life in Pennsylvania, and the majority becoming naturalized 
United States citizens. 

More than half of Pennsylvania’s refugees reside in Philadelphia County, with significant 
representation also seen in the Allegheny, Bucks, Cumberland, Dauphin, Delaware, Erie, 
Lancaster and Lehigh Counties. In these counties, there are numerous refugee community-based 
organizations that often form self-help groups, preserve cultural heritage, and offer culturally 
appropriate assistance through service as culture brokers, intermediaries, and interpreters.  

Since most refugee resettlement entails reunification with family members in regions where there 
are good prospects for rapid employment and sufficient support services, there are clear patterns 
represented in the statistics for arrivals by county. High percentages of Sudanese refugees reside 
in Erie, Bosnian refugees in Pittsburgh, Soviet-born Evangelical Christians in State College, 
Cubans in Lancaster, and Liberians in Philadelphia (PA Refugee Resettlement Program website, 
accessed 1/05). 

4. Migrant and Seasonal Farm Workers  

Each year, Pennsylvania’s agricultural industry significantly draws on approximately 45,000-
50,000 migrant and seasonal farmworkers. Ironically, those workers whose efforts contribute to 
high-quality and affordable foods for the U.S. population often suffer from food insecurity, 
malnutrition, poor health status, and poverty. 

The Chester and Adams Counties contain the highest numbers of migrant and seasonal 
farmworkers. The counties’ agricultural industries vary, affecting stability for workers differently 
in each location. Adams County employs a large number of workers in the year-round mushroom 
industry, fostering a more settled population and leading to higher annual wages. Alternatively, 
Chester County relies on workers directly from Mexico on H2A work visas that obligate them to 
work only for the grower hiring them or return to Mexico. In Chester County, many families 
come independently and remain year round while the men travel back and forth on H2A visas. 
Because of the nature of the mushroom industry, these workers are often not considered “true” 
migrant farmworkers (and subsequently don’t receive their benefits and services) who move 
from location to location following crops (The Center for Rural Pennsylvania website, accessed 
1/05). 
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The following are characteristics of Pennsylvania’s migrant and seasonal farm worker 
community: 

• Ninety-five (95) percent are foreign born (91 percent born in Mexico), twice the 
proportion of a generation ago. 

• Sixty-one (61) percent of the Commonwealth’s hired farm workers live in 
poverty. 

• Forty-two (42) percent are unauthorized immigrants. 

• The average educational attainment is 6 years of school. 

• Twenty-four (24) percent are illiterate; another 43 percent are functionally 
illiterate. 

5. Languages Spoken by Populations 

Important to strategies to facilitate health promotion and disease prevention is an understanding 
of the primary languages spoken by the Commonwealth’s residents, displayed in Table III-1. 

While almost 92 percent of the population speaks English only, English is reported as “spoken 
less than well” in over 8 percent of homes. The language spoken at home by families or children 
enrolled in the Commonwealth’s school system poses numerous implications for family support 
services. 

Table III-1. 
Language Spoken at Home for Population 

Over 5 Years of Age (Percent) 
English Only 91.6 
Language Other than English 8.4 
     Speaks English Less than “Very Well” 3.2 
Spanish Only 3.1 
     Speaks English Less than “Very Well” 1.2 
Other Indo-European Languages 3.7 
     Speaks English Less than “Very Well” 1.2 
Asian and Pacific Island Languages 1.2 
     Speaks English Less than “Very Well” 0.7 

         Source: U.S. Census Bureau 2000 
 

 
B. Income 
   
According to the Census Bureau, the median family income in Pennsylvania in 2000 was 
$49,184, meaning that half of all families had incomes below $49,184 and half of all families 
had incomes above that figure. Pennsylvania family income is slightly less than the average 
United States family income of ($50,046). As is evident in Figure III-4, 4 of the 5 counties with 
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the highest average incomes (above $55,000) in 2000 were the counties surrounding Philadelphia 
County, in the Southeastern part of the State. 
 

 
Figure III-4: Median Family Income, 2002  
Source: U.S. Census Bureau 
 
 
The 2004 Federal poverty guidelines designate a family of 4 with a gross yearly income of 
$18,850 as living in poverty. The Census Bureau estimates that 8 percent of Pennsylvania 
families have incomes that place them below the poverty level. Figure III-5 maps the percentage 
of children living in poverty, by county. The counties with the highest percentage of children 
living in poverty include Philadelphia, Fayette, and Greene Counties.  
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Children living in families headed by a female are more likely to live in poverty compared to 
children living in a household with two married parents. Figures III-6 and III-7 map the poverty 
rates for children living in married-couple and female-headed families. Almost one-quarter (24.9 
percent) of female headed households with children are in poverty, compared to 7.8 percent of 
married couple families. When these rates are mapped at the county level, the disparity is even 
more evident. There are 63 counties where the poverty rate among married couple families falls 
at 10 percent or lower and only 4 counties where this rate is higher than 10 percent. But for 
female-headed households, there are 19 counties with poverty rates above 40 percent and only 2 
counties with a poverty rate below 20 percent. 
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Figure III-5: Percent of Children Living in Poverty, 2002 
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Source: U.S. Census Bureau  
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 Figure III-6: Percent Poverty for Married-Couple Families with Children under 18 
 Source: U.S. Census Bureau 2000 

  
Figure III-7: Percent Poverty for Female-Headed Families with Children under 18 
Source: U.S. Census Bureau 2000 
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Another indicator of poverty is the free or reduced school lunch program participation rate, 
which is mapped in Figure III-8. It identifies the number of students eligible for free and reduced 
lunch in each school district. The average daily participation rate in free school lunch programs 
rose from 942,309 students during 2002-2003 to 968,407 students during 2003-2004.  
 

 
       Figure III-8: Percent of the Students Eligible for Free and Reduced Lunch 
 Source: U.S. Census Bureau 2000 
 
 
C. Employment 
 
From 1979 to 2003, the median inflation-adjusted wage among men with some college (but no 
degree) dropped from $15.50 an hour to $13.85 an hour. Among those with only a high school 
education, wages dropped from $15.73 an hour to $13.50 an hour. Among those who did not 
finish high school, median wages dropped from $14.56 an hour to $9.95 an hour. Low-wage 
employees (those earning more than 10 percent but less than 90 percent of all employees) saw 
their wages stay virtually unchanged over this period ($7.04 in 1979 and $7.07 in 2003), while 
the costs of many other essentials, such as housing and medical care, increased significantly (PA 
Hunger Action Center website, accessed 1/05). 

 Occupation 

Figure III-9 shows the distribution of occupations employing Pennsylvanians. Almost 60 percent 
of employed Pennsylvania residents are associated with management and professional, sales, and 
office occupations.    
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  Figure III-9: Occupation   
   Source: U.S. Census Bureau 2000 
 
Historically, the Commonwealth’s economy relied heavily on its manufacturing sector; however, 
changes in the global marketplace have significantly impacted the Pennsylvania economy. From 
1969 to 1989, 524,000 manufacturing jobs were lost, more than twice the number of jobs lost in 
the United States during this period. Since 1989, Pennsylvania has continued to lose 
manufacturing jobs more quickly than the rest of the United States; 170,000 manufacturing jobs 
have been lost since 2000 (PA Department of Labor and Industry). The implications of the 
industry’s decline include job loss and wage stagnation, which have burdened workers, families, 
and communities.  

The statewide unemployment rate was 5.1 percent as of January 2005, but there is significant 
variation by county, displayed in Figure III-10. Unemployment ranges from a high of 12.2 in 
Forest County to a low of 3.0 in Cumberland County. With the exception of Philadelphia 
County, the counties with the lowest unemployment rates are concentrated in the Southeast 
region of the State (Bureau of Labor Statistics, U.S. Department of Labor, 2005). 
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Figure III-10: Unemployment Rates by County, Not Seasonally Adjusted,  
Pennsylvania Annual, 2004   
Source: Bureau of Labor Statistics 
 
 
Moreover, the loss of work typically also means the loss of health insurance. In 2001, 103,709 
Pennsylvanians exhausted their regular benefits and 48,192 exhausted their Temporary Extended 
Unemployment Compensation (TEUC) benefit (Center on Budget and Policy Priorities, U.S. 
Department of Labor, 2005). In addition, $8.65 billion in 401(k) plans was lost in 2001, and 
13,614 personal bankruptcies were filed.  

D. Housing 

U.S. Census 2000 identified 5,259,750 housing units in Pennsylvania, a 6.3 percent increase 
from 1990. Of these, 91 percent were occupied, 64.9 percent by owners and 26.1 percent by 
renters. Nearly 85 percent of occupied housing units were single-household dwellings (U.S. 
Census Bureau, 2000). 

The median housing value in 2000 was $97,000, an increase of 8.0 percent since 1990. However, 
the national average in 2000 was almost 20 percent higher, at $119, 600. Almost one-third of 
Pennsylvania’s housing units were built before 1940, and one-fourth were built between 1940 
and 1959, indicating a need for attention to child hazards such as lead paint. Interestingly, over 
one-third of Pennsylvanians ages 5 and older (36.5 percent) lived in a different location in 2000 
than in 1995. Some of these households reestablished within the same county, others to another 
county, and many to a different State. This can have implications for opportunities for these 
families to “put down roots” and become connected to supports and resources within their 
community (U.S. Census Bureau, 2000). 
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1. Rural and Urban Housing 

Approximately 78 percent of Pennsylvania’s households live in rural areas of the 
Commonwealth. However, the Southeast and Southwest regions are dominated by several large 
urban areas (Philadelphia and Pittsburgh, respectively) with higher housing density. 

2. Race and Ethnicity 

It is useful to examine the relationship of income and race to housing status. As displayed in 
Table III-2, White residents are consistently more likely to live in a single-family dwelling than 
residents of other racial and ethnic groups. Single-family housing increases with income for all 
racial and ethnic categories.  

 
Table III-2.  

Housing Status by Annual Household Income 
and by Race and Ethnicity (Percent) 

Annual Income White Black/AA Other 
Race 

Hispanic 

< $15, 000     
Single Family 70 59.7 49.3 55.5 
Multiple Family 30 40.3 50.7 44.5 

15,000 – 24,999     
Single Family  70.3 61.7 54.3 57.5 
Multiple Family 29.7 38.3 45.7 42.5 

25,000 – 34,999     
Single Family 75.2 66.2 56.3 61.6 
Multiple Family 24.8 33.8 43.7 38.4 

35, 000 – 49,999     
Single Family 82.4 70.5 61.9 68.9 
Multiple Family 17.6 29.5 38.1 31.1 

> 50,000     
Single Family 91.9 81.6 75.2 81.1 
Multiple Family 8.1 18.4 24.8 18.9 

Total     
Single Family 82.9 68.9 62.3 65.9 
Multiple Family 17.1 31.1 37.7 34.1 

   Source: Census Bureau, 2000 
 
3. Housing Status and Family Structure 

The U.S. Census defines a family household as comprised of two or more related persons. In 
2000, about 68 percent of all Pennsylvania households were defined as family households. While 
we typically think of families as including parents and dependent children, that definition is true 
for less than half of families due to smaller family sizes, longer life expectancies, and adult 
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children continuing to live with their parents. Less than half (45 percent) of families have 
dependent children. 

Table III-3 shows the relationship between housing status and family structure in Pennsylvania. 
Over 85 percent of married couples with children own homes, while only 41 percent of 
households led by single mothers with children live in their own homes. Interestingly, the 
housing status of women who head households without dependent children is more similar to 
that of married couple households than it is to their counterparts with children. Subsequently, 
married couples are more likely to live in single-family homes than are single mothers, as more 
than 90 percent of married couples with children live in single-family homes compared to 68 
percent of female headed households with children. 

 

Source: U.S. Census Bureau, 2000 
 
Income, full-time employment, marriage, and rural residence favor home ownership and single-
family living in Pennsylvania. Those who have low incomes, lack stable employment, live in a 
female-headed household, or are Black or Hispanic are more likely to be renters and to live in 
multiple-family units. 

E. Education 

Educational attainment is related to a number of important factors that influence health and 
wellness. The level of educational attainment can impact earning power, employment stability, 
and health-seeking behavior. Table III-4 provides a statewide picture of the levels of educational 
attainment of Pennsylvanians.  

 

 

 

 

Table III-3. 
Housing Status and Family Structure (Percent) 

Family Structure Owner 
Occupied 

Renter 
Occupied   

Single 
Family 

Multiple 
Unit 

Married Couple     
With Children 85 15 93.6 6.4 
Without Children  88 12 91.2 8.8 

Female Headed     
With Children 40.8 59.2 67.8 32.2 
Without Children 73.5 26.5 74 16 

Average 81.2 18.8 89.2 10.8 
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Table III-4.  
Highest Level of Educational Attainment (Percent) 

 Both Male Female 
Educational Attainment (over 25 
Years) 

   

Less than 5th Grade 1.0 1.1 1.0 
5th to 8th Grade 4.4 4.3 4.6 
9th to 12th Grade, No Diploma 12.6 12.6 12.6 
High School Graduate (Including 
Equivalency) 

38.1 36.7 39.3 

Some College Credit, Less than 1 Year 5.7 5.4 6.0 
1 or More Years of College, No Degree 9.9 10.2 9.6 
Associates Degree 5.9 5.5 6.3 
Bachelor’s Degree 14 14.9 13.1 
Master’s Degree 5.4 5.6 5.4 
Professional Degree 2.0 2.5 1.6 
Doctorate Degree 1.0 1.4 0.6 
High School Graduate or Higher 81.9 82.0 81.8 
Bachelor’s Degree or Higher 22.4 24.3 20.6  

       Source: U.S. Census Bureau 2000 
 
 
The following maps, Figure III-11 to Figure-13, show the variation in educational attainment 
across the State. Residents living in the counties surrounding Philadelphia and Pittsburgh have 
the highest levels of educational attainment in the State. Twenty (20) to 42.5 percent of these 
residents are college educated. Pennsylvanians in the Forest, Fulton, and Juniata Counties are the 
least likely to have completed college.  
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Figure III-11: Percent of the Population with 8th Grade Education or Lower       
Source: U.S. Census Bureau 2000 

 

Figure III-12: Percent of the Population with High School Education            
Source: U.S. Census Bureau 2000 
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Figure III-13: Percent of the Population with College Education or Higher          
Source: U.S. Census Bureau 2000 
In 1999-2000, 73.7 percent of students pursued postsecondary education. In 2003, the high 
school graduation rate increased from 75.3 percent to 77.1 percent of incoming 9th-graders who 
graduated within 4 years (America’s Health:  State Health Rankings – 2004 Edition, United 
Health Foundation). 

1. School Enrollment 

The Commonwealth has 501 school districts that educate 83.4 percent of its children (16.6 
percent are enrolled in private and nonpublic schools). There are 3,253 public schools, which 
include 102 charter schools, 15 area vocational technical schools (AVTS), and 66 occupational 
AVTS. Charter Schools were established in 1997 by Act 22. AVTS are operated by a school 
district, group of districts or intermediate unit to provide career and technical education services 
to students. Numerous other alternative programs, such as 21st Century Community Learning 
Centers, Dropout Prevention, Homeless Education, Migrant Education, Service Learning, and 
Teen Parents, offer students educational opportunities as well. 

Children in Pennsylvania are also educated through a system of 2,446 private and nonpublic 
schools located in the Commonwealth.  
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    Source: Pennsylvania Department of Education 
 
Table III-5 displays the changes in school enrollment in the 1994-95 school year. In the past 
decade, overall school enrollment in Pennsylvania has remained essentially unchanged. When 
examined by age however, a distinct trend emerges. Enrollment has increased by 11.3 percent 
among students in secondary schools but has decreased (-6.2 percent) among elementary 
students. When long-term estimates (through 2013) are considered, it is projected that enrollment 
in public and private schools will experience a decline, which is contrary to the national trend in 
school enrollment (PA Department of Education). 

2. Expenditures 

Pennsylvania has adopted a policy of local control for educating children. Each school district 
determines how it will assist students in meeting the Commonwealth’s academic standards, 
including requirements for high school graduation. In SY 1999-2000, 57.5 percent of revenues 
came from local sources, 37.9 percent from State sources, and 4.6 percent from Federal and other 
sources (Center for Rural Pennsylvania website, accessed 1/05. 

As displayed in Table III-6, expenditures per student have increased, after adjusted for inflation, 
from $5,947 in 1981-1982 to $8,673 in 2001-2002. Comparison to the national average follows: 

 
Table III-6. 

Annual Expenditures per Student* 
 1981-82 1991-92 2001-02 
Pennsylvania $5,947 $8,251 $8,673 
U.S. Average $5,315 $6,626 $7,524 

              Source: Education Commission of the States 
         *Adjusted for inflation 

 
F. Overall Health Status of Pennsylvania Residents 

The United Health Foundation, the American Public Health Association, and the Partnership for 
Prevention annually assess the overall healthiness of the United States and the opportunities for 
optimizing the health of individuals, families, and communities in which they live. In 2004, 

Table III-5. 
Percent School Enrollment, 2003-2004 

 % % Change from 1994-95 
Elementary Students 54.3 -6.2 

Public  43.9 -4.2 
Private and Nonpublic 10.4 -13.6 

Secondary Students 45.7 11.3 
Public 41.8 12.3 
Private and Nonpublic 3.9 1.5 
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Pennsylvania was ranked 25th, one place lower than in 2003. Its strengths were identified as 
strong support for public health, with $98 spent per person; a low occupational fatalities rate, at 4 
deaths per 100,000 workers; a high rate of high school graduation, with 77.1 percent of incoming 
9th-graders graduating in 4 years; and a high rate of uninsured population, at 11.4 percent. 

Challenges for Pennsylvania include a high prevalence of smoking (25.4 percent) and low access 
to adequate prenatal care, with 71.8 percent of pregnant women receiving adequate prenatal care. 
Significant racial disparities also exist in regard to prenatal care, as 57.2 percent of pregnant 
Black women compare to 74.4 percent of pregnant White women.  

According to the 2004 America’s Health: State Health Rankings, Pennsylvania was ranked as 
follows: 

1. Personal Behaviors 

• 40th on prevalence of smoking 

• 32nd on prevalence of obesity 

2. Community Environment 

• 18th on lack of health insurance 

• 38th on infectious disease (cases per 100,000) 

• 26th on children in poverty 

• 9th on occupational fatalities 

3. Health Policies 

• 14th on percent of health dollars for public health 

• 8th on per capita public health spending ($ per person) 

• 39th on adequacy of prenatal care outcomes 

• 34th on cardiovascular deaths (per 100,000) 

• 36th on cancer deaths (per 100,000) 

• 30th on infant mortality (deaths per 1,000 live births) 

• 25th on premature deaths (years lost per 100,000) 

Overall Pennsylvania has a relatively stable population, with the percentage of those under age 
18 declining. Despite the slow population growth, the State continues to increase in diversity, 
with some areas experiencing significant increases in the numbers of immigrants and refugees. 
The population is unevenly distributed throughout the Commonwealth, concentrated among the 
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urban centers of the Southeast and Southwest and dispersed among the large number of rural 
counties. Poverty is an issue for many Pennsylvania families, with almost 25 percent of female-
headed households with children being in poverty.  

This overview of Pennsylvania sets the stage for the next chapter of the report, focused on family 
security issues in the Commonwealth.  
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 and Care Access Security 

 

 

CHAPTER IV 

Family Economic, Housing, Food and Health Care Access 
Security 
 

For a family to be secure, that is able to care for its members, assure access to basic needs and 
maintain hope for the future, each family needs adequate income, housing, food and the ability to 
access health services. The following discussion builds on information provided in the previous 
section with a description of family security issues and federal-state programs in place to address 
these issues. 

A. Economic Security 

As described earlier, the 2004 federal poverty guidelines designate a family of four with a gross 
yearly income of $18,850 as living in poverty. The annual income of a family working at the 
minimum wage level is less than $11,000. Thus, a family with the head-of-household working 
fulltime earning the minimum wage has an income significantly less than the federal poverty 
level.  

There are great disparities in income across the state with Pennsylvania as a whole reporting a 
per capita personal income of 101 percent of the US total. However the ranking of counties 
reveals Montgomery County with a per capita personal income as a percent of U.S. income of 
154; with Green, Tioga and Huntingdon reporting percents of 69, 68 and 66 respectively (U.S. 
Department of Commerce, Bureau of Economic Analysis, 2002). 

However, even county-based data may not provide a true picture of the incomes and economic 
status of some residents of Pennsylvania. In a facilitated discussion with the PA Perinatal 
Partnership, a group comprised of the leadership of the City and County Health Departments and 
the Commonwealth’s Healthy Start Projects, participants described the abject poverty of many 
mothers and families living in both inner cities and rural areas of the state. Many examples were 
provided of newborn infants brought to homes that were woefully inadequate and often unsafe. 
Many parents were described as unable to provide safe sleeping arrangements for their infants 
and lacking other basics essential to the care of an infant.  

For some of the poorest of families, Pennsylvania offers cash assistance to low-income 
persons/families based on rules and standards established by the Department of Public Welfare. 
There are two major categories of cash assistance, General Assistance (GA) and Temporary 
Assistance for Needy Families (TANF). Recipients of GA are individuals or couples with no 
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dependent children, whose temporary or permanent circumstances prevent their employment. 
GA is state funded.  

TANF provides money for dependent children, their parents or other relatives with whom they 
live, and for pregnant women. TANF is a federal-state program with the federal government 
setting basic rules for administering the program allowing states to develop their own programs 
and as a result, eligibility limits and benefit levels vary widely across the states. 

TANF provides cash assistance to families with dependent children for a limited time while 
helping them become self-sufficient. TANF eligibility is limited to a five-year period and this 
limit applies to all adults and heads of household.  

Table IV-1. 
TANF in Pennsylvania 

Income Eligibility Criteria: 
  Applicant earnings for 1 parent family of 3 $8,124/year 
  Recipient earnings limit for 1 parent family of 3 $9,672/year 
Asset Eligibility Criteria: 
  Assets disregarded for eligibility determination No 
   Applicant asset limit $1,000 
   Recipient asset limit $1,000 
Two-parent Families’ Eligibility: 
   Two-parent families eligible on same basis as 1 parent families 
 Benefits (cash payment): 
   Monthly maximum benefit for family of 3 $403/month (2001) 
   Annual maximum benefit for family of 3 $4,836 (2001) 
   Time limit on benefit receipt 60 months 
Participants and Spending 
    Number of recipients (families) 80,624 (FY 2002) 
    Number of recipients (parents and children) 210,595 individuals (FY 2002) 
    Total Spending $337.5 million (FY 2002) 
    Spending per family $4,187/year (FY 2002) 
    Spending per person $1,603/year (FY 2002) 
Benefit Coverage: 
     Families served as percent of those < 100%FPL 51% (FY 2002) 
Source: National Center for Children in Poverty 

Every adult recipient is required to sign an Agreement of Mutual Responsibility and if not 
working at least 20 hours per week, TANF enrollees must do an 8 week job search. Post-
secondary training or education can fulfill work requirements. Parents under age 18 who have 
not earned a high school diploma or GED are required to return to school or obtain a GED. Also, 
single parents under age 18 are required to live with their parents, relatives or in an approved 
supervised setting. 

Supportive services are available from the County Assistance Offices to assist with 
transportation, childcare, and certain other costs. Under TANF half of earnings are not counted 
toward eligibility and this permits working families to continue to participate in the program. 
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Even after families have earned enough to leave welfare, they may be eligible for food stamps 
and other benefits. The five-year lifetime limit does not apply to Food Stamps or Medicaid.  

The average monthly TANF enrollment for FY 1994-1995 was 608,101 and the average monthly 
enrollment for FY 2003-2004 was 235,040. The average monthly number of Pennsylvania TANF 
recipients was reported as 261,455 in February 2005 (PA DPW Cash Assistance Statistics, 
February 2005).  

B. Housing 

The standard for housing affordability adopted by the Federal government is that households 
should pay no more than 30 percent of income to meet their housing costs. Households that pay 
more than 30 percent of their income for housing are considered “housing cost burdened” and 
those that pay more than 50 percent are considered “severely cost burdened.” The federal 
guidelines for housing programs generally use Area Median Income as the basis for eligibility. 
According to the Housing Alliance of Pennsylvania, 1.08 million Pennsylvania households—
nearly 1 in 10 is severely housing cost burdened, paying more than half of their income on 
housing. The Commonwealth has the 5th highest overall homeownership rate in the nation and 
the 5th highest foreclosure rate. While home ownership is high overall, there are significant 
disparities between rates for Whites (78 percent), African-Americans (53 percent) and Hispanics 
(47 percent). 

Generally Pennsylvania renters face an inadequate supply of affordable rental units within a 
stagnant rental housing market. Seventeen (17) percent of renter households pay over 50 percent 
of their income on housing—more than Massachusetts with the highest rents in the nation and 
Maryland with the fastest growing rent costs in the nation.  

A federally sponsored rental housing choice voucher program designed to assist very low-
income families to afford safe and sanitary housing in the private market is referred to as Section 
8 Housing. Housing vouchers are administered locally by public housing agencies (PHA) that 
receive Federal funds from the U.S. Department of Housing and Urban Development (HUD) to 
administer the voucher program. Eligibility for the program is determined by the PHA based on 
annual gross income and family size and is limited to U.S. citizens and special categories of non-
citizens who have eligible immigration status.  

Table IV-2. 
Section 8 Housing Vouchers in Pennsylvania  

1998, 2000, 2004 
 1998 2000 2004 
No. of recipients (all households) 49,137 52,340 52,226 
No. of recipients (households with children) 30,956 30,619 - 
Total spending on all households (federal $) $218.8 (million) $209.1(million) - 
Spending per household per year $4,452 $3,996 $4,452 

    Source: National Center for Children in Poverty 



 

Health Systems Research, Inc.                           Family Economic, Housing, Food Page 38 
 and Care Access Security 

Another shelter-related issue for many families is the cost of heating their homes. For families 
with high-energy costs, the Low Income Home Energy Assistance Program (LIHEAP) can 
provide energy assistance grants to help pay heating bills. If a person is eligible for LIHEAP, a 
payment is made directly to the utility/fuel dealer and will be credited to the account. There are 
cases when additional funds are available directly to individuals in emergency situations, such as 
the termination of a utility service.  

 Homelessness 

Two trends are largely responsible for the rise in homelessness over the past 20-25 years and 
these are a growing shortage of affordable rental housing and a simultaneous increase in poverty 
(National Coalition for the Homeless Fact Sheet, 1999). Studies of homelessness are often 
complicated by problems of definitions and methodology. Homelessness may be a transitory 
situation and many homeless people are simply hard to find. Therefore, it is difficult to 
determine just how many individuals or families are in fact, homeless.  

In 1991 the national Housing Assistance Council reviewed national, state and local studies and 
reports to summarize what is known about rural homelessness. Since Pennsylvania is a very rural 
State, the findings of this review are relevant for the Commonwealth. Rural homelessness is 
often the result of gentrification, lack of stable housing and the lack of or poor enforcement of 
landlord-tenant laws. The rural homeless population tends to be younger and to include 
proportionately fewer men, more women and families, and fewer minorities than those in urban 
communities. Family conflict, particularly domestic violence, seems to play a significant role in 
family homelessness in rural areas. Support networks in rural areas are often informal and people 
frequently rely upon relatives and friends for assistance (www.ruralhome.org). 

To address the homelessness issue in Pennsylvania, in 2004 the Governor’s Housing Cabinet 
agreed to also serve as Pennsylvania’s Interagency Council to End Homelessness. The group 
adopted an action plan and established 3 working groups. The Pennsylvania Department of 
Public Welfare Homeless Assistance Program (HAP) sponsors an initiative designed to prevent 
homelessness through a variety of prevention services to assist people who are homeless to find 
refuge and care, and to assist homeless clients in moving toward self-sufficiency. HAP services 
include case management, rental assistance, bridge housing, emergency shelter, and innovative 
supportive housing services. Local organizations focused on serving the homeless are located in 
Sunbury, Erie, Philadelphia, Delaware County, Scranton, Washington County, York and 
Pittsburgh (www.nationalhomeless.org/local/Pennsylvania). 

C. Food Security 

Food security is defined as access by all people at all times to enough food for an active, healthy 
life and is necessary for a family to be healthy and able to care for its members. Food insecurity 
occurs whenever the availability of nutritionally adequate and safe foods or the ability to acquire 
acceptable foods is limited or uncertain. Hunger is defined as the unpleasant or painful sensation 
caused by a recurrent lack of food. 
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A report developed by the Economic Research Service (ERS) of USDA on food security using 
CPS data for the years 1995-2003, revealed that overall, households with children reported food 
insecurity at more than double the rate than households without children. Among households 
with children, those with married-couple families showed the lowest rates of food insecurity. 
Children living with a single mother were more affected by resource-constrained hunger, as were 
Black and Hispanic children. 

ERS conducted a survey using three-year (2001-2003) data to determine the prevalence of food 
hunger in each of the fifty states. Findings of the study revealed Pennsylvania prevalence in food 
insecurity (with or without hunger) as 9.5 percent, compared with the national prevalence of 11 
percent. This means that 1,175,000 Pennsylvanian’s—just under 1 in 10, were living at risk of 
hunger. In a prior 1996-1998 study, data indicated a food insecurity level of 8.3 percent for 
Pennsylvania, revealing the extent of the increase between the years studied. It appears that food 
insecurity has increased parallel to the down turn in the broader economy.  

Households that meet a part of their food needs through a food pantry/cupboard or soup kitchen 
are clearly among the food insecure. According to the Pennsylvania Hunger Action Center, 
during October 2004 an estimated 500,000 Pennsylvanians received food assistance in this way. 
Based on a Hunger Action survey of 1,319 pantries and cupboards in the Commonwealth, the 
number of households seeking help in October 2004 showed a 9 percent increase over March 
2003. 

The Food Stamp Program is a federally funded program intended to provide a basic safety net 
with the goal of alleviating hunger and malnutrition by permitting low-income households to 
obtain a more nutritious diet through normal channels of trade. The amount of Food Stamps 
provided is based upon monthly income. Those qualifying for TANF or Food Stamps are issued 
their benefits electronically through the statewide Electronic Benefits Transfer System (EBT), 
which they can access with their EBT ACCESS Card and password, once benefits are posted to 
their account.  

The application process starts when the household files an application at the county assistance 
office in the county of residence. The applicant must meet certain eligibility criteria and provide 
proof of their statements about household circumstances. Resources are limited to $2,000 in 
countable resources (e.g. checking and savings accounts) per household. Table IV-3 displays 
income limits that were effective October 2004. These limits are revised annually. 

Certain deductions from income are allowed. A standard deduction by number of persons in the 
household is allowed as are other deductions including an excess medical deduction and 
allowable deductions for shelter and utility costs. All household members must provide a social 
security number. Certain qualified non-citizens with legal resident status, and U.S. citizens are 
eligible if they meet other eligibility conditions. 
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Table IV-3. 
Food Stamp Participation Income Limits and Monthly Benefit, October 2004 

Household size Maximum Gross 
Monthly Income 

Maximum Net 
Monthly Income 

Maximum 
Monthly Benefit 

3            $1,698            $1,306              $393 
4 $2,043 $1,571 $499 
5 $2,387 $1,836 $592 
6 $2,732 $2,101 $711 
7 $3,076 $2,366 $786 

    Source: PA Department of Public Welfare 

The maximum food stamp benefit for a family of three is $371 per month. In FY 2002, 36,000 
children were program recipients. Only 34 percent of households with children with incomes less 
than 130 percent of the federal poverty level were enrolled in the program in 2002 (National 
Center for Children in Poverty).  

Implementation in 1997 of the 1996 welfare reform law had many unintended, adverse effects on 
the food stamp program as many people lost food stamp benefits (for which they were still 
eligible) at the same time that they lost TANF benefits.  

In November 2004, the USDA reported findings from a study (using 2001 food stamp data) that 
compared state food stamp participation rates for the working poor with all people eligible for 
the program. Nationally 60 percent of all eligible people participated in 2001, while only 54 
percent of the eligible working poor participated. While Pennsylvania is doing slightly better 
than other states and the national average, not all eligible families are receiving food stamps.  

USDA’s Food and Nutrition Service (FNS) calculates state-by-state participant access rates 
(PARs) for the Food Stamp Program. The PARs measure the extent to which low-income people 
are participating in the food stamp program. Pennsylvania’s participation rate for 2003 was 67.1 
percent and the state ranked as 24th in overall state participation rates.  

 
 

 
 
 
 
 
 
 
 
 
 

Source: USDA, Food and Nutrition Service 
*Preliminary data 

In February 2005, the number of households in Pennsylvania totaled 461,511 and the number of 
persons receiving food stamps reported at 1,022,290 (PA DPW Food Stamps Stats, February 
2005). 

Table IV-4. 
Pennsylvania Food Stamp Program Participation, 2001-2004 

 2001 
 

2002 2003 2004* 

Average monthly participation 
(households) 

342,814 350,838 373,597 431,664 

Average monthly participation 
(persons) 

748,074 766,615 822,696 960,941 
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At a meeting of the PA Perinatal Partnership (October 2004) participants stressed that there are 
significant numbers of families that are at nutritional risk because the mothers do not know how 
to shop or cook food and manage a food budget. While families may be receiving food assistance 
they may also require additional education and support in how to make efficient use of these 
food resources. 

Given that adequate nutrition is essential to the health and well-being of families, Pennsylvania 
is experiencing significant problems in assuring that some of its at risk citizens have access to 
appropriate food. Recently, the Governor re-activated the Inter-Agency Council on Food and 
Nutrition designed to bring together agencies concerned with these issues for the purpose of 
lowering barriers to food and nutrition programs and improving their overall effectiveness. 

D. Health Care Access Security  

In order to obtain and sustain employment and to care for their children, parents need to be 
healthy. Directly affecting parents health status is their ability to access health services for both 
preventive care and treatment. Similarly, children require both well and sick care from birth 
through their adolescent years in order to grow into healthy independent adults. The ability to 
access health care depends to a great extent on the ability to pay for that care. In this country we 
rely on health insurance to assist us in accessing the care needed for ourselves and our families.  

In Pennsylvania, a higher percentage of residents enjoy access to health insurance than residents 
of most other states. Pennsylvania has done an extraordinary good job of insuring children and 
developed a state-based Children’s Health Insurance Program long before a similar program was 
developed for states at the federal level. Over 88 percent of Pennsylvanians have health 
insurance whether provided through enrollment in Medicare, Medical Assistance (MA) or 
individual or family plans. About 90 percent of all children in Pennsylvania have health care 
coverage.  

Approximately 61 percent nationally, and over 66 percent of individuals in Pennsylvania under 
age 65, have health insurance coverage as an employee benefit. However in recent years there 
has been a decline in employer-sponsored health coverage, triggered by the rising cost of health 
care and by economic changes. In Pennsylvania in 2002, 70 percent of employers offered health 
insurance coverage to their workers, however that percentage dropped to 66.5 percent in 2003 
(The Hospital and Healthsystem Association of Pennsylvania, FACT SHEET: The Uninsured in 
Pennsylvania and the U.S., 2004).  

1. Medical Assistance Program  

The Medical Assistance Program is the State’s largest program providing access to health 
services for Pennsylvania’s low-income families. This Federal program was enacted in 1965 as a 
joint Federal/State venture to provide medical benefits to low-income populations lacking health 
insurance. The federal matching rate for Pennsylvania Medicaid was 57.71 percent in FY 2004, 
53.84 percent in FY 2005 and projected as 55 percent in FY 2006 (Kaiser statehealthfacts).  
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MA benefits are extended to those that meet specific income, resource and categorical 
requirements. Some of the categories of individuals covered by Medicaid include those who are 
blind, disabled or aged 65 and older; families with children under age 21; and single and married 
individuals with a temporary disability, limited income or special circumstances. 

A broad range of benefits are available to MA eligibility groups classified as categorically needy, 
including inpatient and outpatient hospital care; early and periodic screening, diagnosis, and 
treatment (EPSDT) for children under age 21; family planning services; pregnancy related 
services; and 60 days postpartum pregnancy related services. 

Every County Assistance Office has a MA Cares coordinator to assist local residents in finding 
providers and with other issues related to MA and use of the ACCESS (Medicaid) card. 

Table IV-5. 
2004 Medicaid Net Monthly Income Limits 

Household 
Size 

Pregnant Women &  
Infants up to Age One

(185% FPL) 

 
Children Age 1 to 5 

(133% FPL)  

 
Children Ages 6 to 19 

(100% FPL) 
1 $1,436 $1,032 $776 
2 $1,926 $1,385 $1,041 
3 $2,416 $1,737 $1,306 
4 $2,907 $2,090 $1,571 
5 $3,397 $2,442 $1,836 
6 $3,887 $2,795 $2,101 

       Source: Kaiser statehealthfacts 

The growth in Medicaid caseloads is primarily occurring in non-urban areas of the state where 
the overall population numbers are increasing. The counties of Juniata, Cumberland, York, 
Lancaster, Lebanon, Berks, Lehigh, Northampton, Monroe and Pike had the highest percent 
increase in Medicaid enrollees during the period from July 2003 to December 2004 (PA DPW). 
In February 2005, the unduplicated number of persons eligible for MA in Pennsylvania totaled 
1,756,741. Children under age six years accounted for 18.2 percent of those eligible and 29.4 
percent of enrollees were age 6-17 years (PA DPW Medical Assistance Eligibility Stats, 
February 2005). In Pennsylvania, eligibility limits are most generous for pregnant women and 
infants up to age one. This means that a pregnant woman can have a net monthly income of up to 
$1,926 and still qualify for MA.   

Table IV-6 displays the number of Pennsylvania residents enrolled in the Medicaid Program in 
December 2002 compared with December 2003 by race and Hispanic origin. 
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Table IV-6. 
Number of Medicaid Enrollees by Race and Hispanic Origin 

 December 2002 December 2003 
Black 458,554 468,504 
White 953,694 1,004,915 

Hispanic 37,920 28,135 
Asian 32,205 32,987 
Other 110,672 128,013 
Total 1,593,045 1,662,554 

   Source: PA Department of Public Welfare, Office of Medicaid 2004 

Enrollment of individuals of Hispanic origin declined in 2003 from 2002, while enrollment of 
White individuals increased. 

2. Medicaid Managed Care Programs 

In Pennsylvania, the MA managed care program known as HealthChoices was implemented in 
1997 using a phase-in schedule and is available in the counties listed in Table IV-7. The 
HealthChoices Program contracts with health plans to provide the medically necessary physical 
and behavioral health services that are covered services under MA. For MA recipients living in 
these counties, enrollment in managed care is mandatory. Medicaid managed care enrollees for 
2003 were reported as 1,218,887. Eighty (80) percent of those eligible for MA in Pennsylvania 
are enrolled in managed care (CMS, Medicaid Managed Care Penetration Rates by State, 2003). 

Table IV-7. 
Counties with HealthChoices Program 

Zones Counties 
Southeast Zone Bucks, Chester, Delaware, Montgomery, Philadelphia 
Southwest Zone Allegheny, Armstrong, Beaver, Butler, Fayette, Green, 

Indiana, Lawrence, Washington, Westmoreland 
Lehigh/Capital Zone Adams, Berks, Cumberland, Dauphin, Lancaster, Lebanon, 

Lehigh, Northampton, Perry, York 
   Source: HealthChoices website 

In some counties where this program has yet to be implemented, MA recipients have the option 
of voluntary enrollment in the HealthChoices program. These recipients have the choice of 
continuing to receive their health services through the traditional fee-for-service method, or may 
elect to join a MCO plan operating in their county of residence. Information about participating 
MCOs is available at County Assistance Offices, physician offices, health clinics, and 
community health events. There are 15 counties throughout the Commonwealth that have no 
voluntary managed care plans in operation. 

ACCESSPlus is a program in which those with Medicaid insurance choose a primary care 
physician (PCP) to obtain ongoing health care. The PCP will also act as a “gate keeper” for 
referrals to other selected services. Enrollees will not be required to obtain a referral for family 
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planning or obstetrical services. The program is targeted to 42 counties in northern and central 
Pennsylvania.  

3. Children’s Health Insurance Program 

The Insurance Department administers the State Children’s Health Insurance Program (CHIP). 
CHIP was created through the passage of Title XXI as part of the Balanced Budget Act of 1997 
and was designed as a Federal/State partnership, much like Medicaid. The Federal matching rate 
for FY 2005 for Pennsylvania is 68 percent. 

However even before the enactment of the State Children’s Health Insurance Program at the 
federal level, Pennsylvania created the Children’s Health Insurance Act in 1992 that enabled 
thousands of uninsured children to have free health insurance and subsidized coverage for 
additional children under a program called PaSCHIP. When the Balanced Budget Act was passed 
in 1997, Pennsylvania was one of three states with an existing child health insurance program 
grandfathered into the Title XXI program. 

The goal of the program is to expand health coverage to children whose families exceeded the 
income limits for Medicaid but could not afford to purchase private health coverage. Children 
through age 19 with family incomes up to 200 percent of FPL are eligible for coverage. CHIP 
offers comprehensive health care benefits including immunizations, preventive check-ups, 
prescription drugs, dental/vision/hearing services, maternity care, mental health benefits, and 
substance abuse treatment. 

In February 2005, 133,957 children were enrolled in the CHIP program. The combined MA and 
CHIP enrollment in February 2005 was reported as 1,018,049 children. (PA DPW Medical 
Assistance Eligibility and CHIP Stats, February 2005). 

4. AdultBasic 

This program was designed to provide health coverage for adults ages 19 to 64 that are uninsured 
and do not qualify for other public insurance programs. Recipients are eligible for basic benefits 
such as preventative care, physician services, diagnosis and treatment of illness, in-patient 
hospitalization, out-patient hospitalization, and emergency services.   

Table IV-8. 
2004 AdultBasic Income Limits 

Household Size Maximum Annual Income 
1 $18,620 
2 $24,980 
3 $31,340 
4 $37,700 
5 $44,060 
6 $50,420 

        Source: PA Department of Public Welfare 
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Despite the number of residents with private insurance or government-sponsored coverage, 
overall Pennsylvania is losing ground. According to recent U.S. Census data, the number of 
Pennsylvanians without health insurance coverage has grown from 10.3 percent in 2001-2002 to 
11.4 percent in 2002-2003. Similarly, the number of children without health insurance has also 
grown. From 2000 to 2002, the percent of children in Pennsylvania without health insurance 
more than doubled from 4.9 percent in 2000 to 10.2 percent in 2002.  

Hispanics, African-Americans, and other ethnic minorities are more likely to go without health 
insurance than are white, non-Hispanic residents of the Commonwealth.  

Table IV-9. 
Likelihood of Pennsylvanians under 65 Being Uninsured During 2002-2003, 

By Race and Hispanic Origin 
Race and Ethnicity Number Number Uninsured Percent Uninsured 
White, Non-Hispanic 8,571,000 1,994,000 23.3% 
Black, Non-Hispanic 1,034,000 448,000 43.3% 

Hispanic 443,000 234,000 52.9% 
Other 341,000 128,000 37.6% 

   Source: Families USA, One in Three: Non-Elderly Americans without Health Insurance, June 2004 

Not surprisingly, the Families USA 2004 report also revealed that families in Pennsylvania with 
incomes at or below 200 percent of the federal poverty level ($19,146 a year for a single adult 
and $37,320 a year for a family of four in 2003) were much more likely to be uninsured than 
families with incomes above 200 percent of poverty.  

It should be noted that the issue of the uninsured should be considered two ways: the chronically 
uninsured and the episodically uninsured. At any given time, fewer than 12 percent of 
Pennsylvanian’s are uninsured, however this snapshot does not capture those who move in and 
out of coverage over time. This may be due to job changes, affordability, altered family 
circumstances, failure to re-enroll, or other reasons.  

The consequences of lack of insurance are extensive. The uninsured are up to four times less 
likely to have a usual source of care and are four times more likely to use the emergency room as 
a regular place of care. The Pennsylvania Health Care Cost Containment Council reports that in 
2003, uncompensated care in Pennsylvania hospitals was $457,000,000 or 2.07 percent of 
hospital net patient revenue. 

When asked to identify the major benefit of health insurance, parents in focus groups 
consistently and overwhelming responded with “peace of mind.” We should not underestimate 
the stress placed on parents when they, and especially their children, do not have health 
insurance.  

Having provided an overall description of the population and family security issues, the report 
will next describe the key components of the health care infrastructure in Pennsylvania.  
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CHAPTER V 

The Pennsylvania Health Care Infrastructure 
 

Overview 

In Pennsylvania, the health care infrastructure supports the provision of services to a population 
greater than 12 million that resides in areas that are distinctly urban, suburban, or rural. The 
growing cost of health care and the need to address the needs of a population that is aging and 
becoming more racially, culturally, and linguistically diverse are challenges affecting the ability 
of the State’s health care infrastructure to continue to provide health services. 

There are many organizations and agencies in Pennsylvania that address the health concerns of 
the maternal child health (MCH) population groups and specifically work to promote the health 
and well-being of Pennsylvania’s families. This section describes many of the agencies that 
comprise the major components of the health care infrastructure that serve the maternal and child 
population groups. Included are descriptions of the public- and private-sector health systems, 
health providers, and the financing system that support health-related activities. Pennsylvania is 
fortunate in the strength and diversity of its health care infrastructure, which offers many 
opportunities for collaboration to improve the health of children and families throughout the 
Commonwealth.  

A. Public Sector Health and Wellness System 

A significant component of the public health infrastructure in Pennsylvania is the Department of 
Health (DOH), whose goal is to achieve optimal health outcomes for all Pennsylvanians. The 
Department’s total budget for 2004-2005 was $865,644,000, and the proposed 2005-2006 budget 
is $816,894,000 (Pennsylvania Department of Health, 2005).  

Many of Pennsylvania’s public health personnel are concentrated in the 10 municipal and county 
health departments. In Pennsylvania, 1,209 public health workers are employed by the State, 
another 2,214 are employed by county and municipal health departments, and an additional 
1,042 are employed by private agencies. In relation to its population, Pennsylvania has the 
lowest number of public health personnel of any State, with only 38 professionals per 100,000 
residents, which is significantly lower than the national average of 138 professionals. The most 
significant shortages are public health nurses, who account for about 15 percent of the public 
health work force. 



 

Health Systems Research, Inc. The Pennsylvania Health Care Infrastructure Page 47 

1. Department of Health  

The mission of the Pennsylvania DOH is to: 

• Promote healthy lifestyles 

• Prevent injury and disease and 

• Ensure the safe delivery of quality health care services for all Pennsylvanians.  

This mission is reflected in the Department’s core functions identified as assessing health needs, 
developing resources, ensuring access to health care, promoting health and disease prevention, 
ensuring quality, and providing leadership in the area of health planning and policy development. 
The core functions of the DOH are carried out by the Offices of 1) Health Planning and 
Assessment, 2) Quality Assurance, 3) Health Promotion and Disease Prevention, and 4) 
Administration. The responsibilities and programs administered by each office are described in 
detail in the section below.  

Bureaus housed within these Offices that play a significant role in program administration and 
service delivery to the maternal and child population are highlighted under its corresponding 
Office.  

a. Office of Health Planning and Assessment 

Responsibilities that fall under this office include directing provision of health services through 
district offices; monitoring, tracking, and analyzing the health status of Pennsylvania 
communities through the management of State laboratories; overseeing DOH data processing 
and advanced technology functions; supervising emergency medical services throughout the 
Commonwealth; overseeing epidemiological and statistical data collection, dissemination, and 
analysis; and developing and implementing the statewide health services plan. These functions 
are carried out by the following entities housed with the Office of Health Planning and 
Assessment:    

• Office of Emergency Medical Services  

• Bureau of Epidemiology  

• Bureau of Laboratories  

• Bureau of Health Planning  

• Bureau of Community Health Systems  

• Office of Public Health Preparedness. 
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 i) Bureau of Community Health Systems 

Through this Bureau, the Department oversees health services administered to residents of 
Pennsylvania’s 67 counties through a system of 6 community health districts, 57 State health 
centers, and 10 county and municipal health departments, represented in Figure V-1. The six 
community health districts have the following geographic designations: Northwest, Northcentral, 
Northeast, Southwest, Southcentral, and Southeast.  

 
 
Figure V-1. Pennsylvania Department of Health Community Health Districts and Offices  
 
The six community health district offices health district offices are located in Jackson Center, 
Williamsport, Wilkes-Barre, Pittsburgh, Harrisburg, and Reading and are comprised of the 
counties presented in Table V-1. 
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Table V-1. 
Pennsylvania DOH Community Health Districts 

District Office Counties 

Northwest (Jackson Center) Erie, Crawford, Mercer, Lawrence, Venango, Warren, 
Forest, Clarion, Jefferson, McKean, Elk, Cameron, 
Clearfield 

Northcentral (Williamsport) Potter, Clinton, Centre, Tioga, Lycoming, Union, Snyder, 
Northumberland, Montour, Columbia, Sullivan, Bradford 

Northeast (Wilkes-Barre) Susquehanna, Wyoming, Luzerne, Carbon, Lehigh, 
Northampton, Monroe, Pike, Lackawanna, Wayne 

Southwest (Pittsburgh) Beaver, Washington, Greene, Fayette, Allegheny, Butler, 
Armstrong, Westmoreland, Fayette, Somerset, Cambria, 
Indiana 

Southcentral (Harrisburg) Blair, Bedford, Fulton, Huntingdon, Mifflin, Juniata, Perry, 
Cumberland, Franklin, Adams, York, Dauphin, Lebanon 

Southeast (Reading) Schuylkill, Berks, Lancaster, Chester, Delaware, 
Philadelphia, Montgomery, Bucks 

 

Located in each Community Health District Office are two field coordinators funded by the 
Bureau of Family Health (BFH): the MCH Consultant and the Children with Special Health Care 
Needs (CSHCN) Consultant. Focusing efforts on the maternal, child, and CSHCN populations, 
their general responsibilities include monitoring service delivery, providing technical assistance, 
promoting DOH initiatives, and serving as an informational resource at the community level. 
These consultants support the planning and implementation of community-based services and 
link systems of care, CSHCN and their families. They meet regularly with families, providers, 
advocacy groups, and representatives of local and State government to address MCH and 
CSHCN issues. 

The network of 57 State health centers deliver direct services to Pennsylvania residents, and the 
Centers are staffed primarily by public health nurses. Centers test for sexually transmitted 
diseases (STDs), HIV, and tuberculosis; treat individuals with communicable diseases; conduct 
community outreach; and provide immunizations and lead-poisoning prevention services. State 
health centers have traditionally had strong local connections and serve an important role in 
providing services to their surrounding communities.  

In addition to the State health centers, 10 major metropolitan areas (Allegheny, Allentown, 
Bethlehem, Bucks, Chester, Erie, Montgomery, Philadelphia, Wilkes-Barre, and York) operate 
their own health departments. Through Pennsylvania’s Act 315, these County and Municipal 
Health Departments receive funding from the DOH (Division of Child and Adult Health) for the 
provision of direct health services, health education, community health leadership, and disease 
control, with special emphasis on preventive health services.  
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Specific services aimed at improving the health of the maternal and child population include:  

• Maternal and infant health outreach to facilitate access to care 

• Childhood lead poisoning prevention 

• Sudden Infant Death Syndrome (SIDS) education 

• Services to CSHCN. 

The overall goal of these programs is to reduce morbidity and mortality among the local service 
population and to promote healthy lifestyles. 

ii) The Bureau of Health Planning 

This Bureau coordinates the implementation of the statewide State Health Improvement Plan 
(SHIP), which is a model for health planning that emphasizes prevention, coordination, and 
interagency collaboration. SHIP partnerships work with organizations and providers at the 
community level to identify local needs and resources. This knowledge of community needs 
informs planning decisions and programs aimed at recruiting health professionals and providers 
to underserved areas in the Commonwealth. 

iii) Bureau of Epidemiology 

The Bureau serves as the State contact for the Centers for Disease Control and Prevention (CDC) 
and informs political and legislative bodies on matters related to infectious and environmental 
health. It assumes investigative responsibilities on communicable diseases and public health 
outbreaks. As needed, this Bureau also provides technical assistance and support to other 
agencies, such as the county and municipal health departments.  

b. Office of Quality Assurance 

Responsibilities that fall under this office include ensuring delivery of quality health care in most 
health care inpatient and outpatient facilities and substance abuse treatment centers; approving 
building, engineering, and construction plans for these facilities; and certifying managed care 
organizations. These responsibilities are carried out by the following Bureaus housed with the 
Office of Quality Assurance: 

• Bureau of Facility Licensure and Certification 

• Bureau of Community Program Licensure and Certification 

• Bureau of Managed Care. 
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i) Bureaus of Facility Licensure and Certification and Community Program 
  Licensure and Certification 

This Bureau oversees the licensure and certification of numerous facilities providing health 
services, including hospitals, nursing homes, and ambulatory surgical facilities. Onsite visits are 
conducted regularly to ensure that facilities are in compliance with health, safety, sanitation, fire, 
and quality of care requirements. Responsibilities also include licensing and regulating drug and 
alcohol treatment programs, home health agencies, and select primary care facilities for persons 
with developmental disabilities.  

ii) Bureau of Managed Care 

The task of managing the approval, licensure, and monitoring of health maintenance 
organizations (HMOs) is shared by the Bureau with the Insurance Department. The Bureau also 
operates a grievance program available to consumers and providers and monitors the managed 
care industry for potential problems related to access, quality of care, and cost.  

c. Office of Health Promotion and Disease Prevention 

Responsibilities that fall under this office include developing and implementing a wide variety of 
educational, preventative, and treatment programs across all ages in the areas of communicable 
diseases; family health, including infant nutrition programs; cancer; HIV/AIDS; and tobacco, 
drug, and alcohol abuse. The following Bureaus housed within this Office carry out these 
functions: 

•  Bureau of Family Health 

•  Bureau of Drug and Alcohol Programs 

•  Bureau of Communicable Diseases 

•  Bureau of Chronic Diseases. 

i) Bureau of Family Health 

The BFH is the State Title V agency and oversees the Title V Block Grant as well as other 
initiatives focused on maternal, child and family health. The mission of the BFH is to improve 
the health of pregnant women, infants, children, and CSHCN. To support this mission, the BFH 
developed the following policy and program guidelines: 

• Services are planned in response to a community needs assessment, including 
opportunity for public input and client participation, and are provided in the least 
restrictive environments. 
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• Services are community based, family centered, culturally sensitive, and 
responsive. 

• Service quality is maintained and improved by setting measurable goals, 
objectives, and action steps consistent with best practices, the definition of 
realistic time frames, the assignment of staff responsibility, and timely 
modification. 

The BFH is comprised of the following divisions:   

• Division of WIC. The Division administers the Special Supplemental Nutrition 
Program for Women, Infants and Children (WIC), which is designed to improve 
the nutrition of pregnant and breastfeeding women, infants, and children under 
age 5 who are identified as at nutritional risk. Participants receive vouchers for 
healthy foods as well as nutrition education, breastfeeding support, and referrals 
to other needed services.  

• Division of Child and Adult Health Services. This Division administers the CDC 
funded Childhood Lead Poisoning Prevention Program and several programs that 
serve CSHCN and provide services related to hemophilia, cystic fibrosis, spina 
bifida, and the home ventilator program. Also administered by this Division are 
family planning services. 

• Division of Community Systems Development and Outreach. This Division is 
responsible for the Bureau’s media, outreach, and promotion efforts, including 
overseeing the referral and information helplines. It is also responsible for the 
Community System Development (CSD) initiative focused on infrastructure 
building activities for CSHCN and specifically examines issues related to 
transportation, inclusion, transition, and dental care. Local community 
participation is central to the planning and implementation of these efforts.  

• Division of Newborn Disease Prevention and Identification. The Division has 
oversight for the metabolic screening of newborns and provides follow-up 
services to infants with abnormal or inconclusive results. Newborns also undergo 
screening for hearing loss and receive follow-up intervention services from the 
Division if required. 

• Division of Program Support and Coordination. This Division manages the 
Bureau’s resources and is responsible for fiscal responsiveness. It leads the 
Bureau’s implementation efforts related to HIPPA requirements and the privacy 
of patient information.  

Important programs managed by the Bureau of Family Health include the following:  

• Immunization Program. The Immunization Program supports the immunization 
of infants, children, and adolescents to reduce the incidence of vaccine-
preventable diseases. Vaccines are especially encouraged among children under 2 
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years of age. In the case of a disease outbreak, the office coordinates surveillance 
efforts. Other services provided through this program include professional and 
public education and monitoring of the childcare and school immunization 
reporting systems.  

• The Injury Prevention Program. The program monitors injury prevention 
surveillance systems and conducts educational sessions with at-risk populations 
and health professionals. It provides funding to the 10 County and Municipal 
health departments to conduct education campaigns targeting parents and 
caregivers and implement prevention programs focused on fire safety, poisoning, 
bicycle safety, firearms, drowning, and violence.  

• Childhood Lead Poisoning Prevention Program. The goal of this program is to 
increase the proportion of children enrolled in the Medicaid Program screened for 
lead and ensure that those children with elevated blood lead levels then receive 
appropriate services and care. This program also includes a component that 
focuses on infrastructure-building efforts to improve the State-based blood 
surveillance system. 

• Family Planning. Clinical services are provided at local clinics and include 
physical exams, routine gynecological care, contraceptives, cancer screening and 
examinations, general health screening, and screening and treatment for STDs. 

• HIV and STDs. Prevention efforts are directed at individuals engaging in high-risk 
behaviors which place them at greater risk for acquiring HIV and other STDs. The 
STD Program supports clinical services such as testing and treatment for STDs, 
with emphasis on reaching sexually active adolescents under age 15.  

d. Office of Administration 

Responsibilities assumed by this Office include directing the provision of personnel 
administration and management support, developing the administrative policies and procedures 
for all DOH technology functions, overseeing vital records and statistical registries, and assisting 
the Secretary of Health in utilizing public health data to make policy decisions. These functions 
are carried out by the following bureaus: 

• Bureau of Health Statistics and Research 

• Bureau of Information Technology 

• Bureau of Human Resources Management 

• Bureau of Administrative and Financial Services. 

i) The Bureau of Health Statistics and Research 

This Office coordinates the collection, analysis, and dissemination of health statistics and 
supports all other units of the Health Department with this information. It manages several 
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statewide data collection efforts such as Vital Statistics, the Behavioral Risk Factor Surveillance 
System, the Statewide Immunization Registry, and the Pennsylvania Cancer Registry.  

ii) The Public Health Institute 

The Public Health Institute (PHI) was created in Spring 2000 to support the entities delivering 
public health services and serving the public. Courses, workshops, and speakers at the PHI 
address the broad areas of public health that include drug and alcohol treatment and prevention, 
epidemiology, emergency medical, community partnerships, and public health preparedness. The 
foremost objective of the PHI is to provide educational and training opportunities for the public 
health workforce. PHI encourages networking and collaboration within the Department and with 
Community Partners. PHI staff works directly with Department personnel to research and recruit 
trainers to ensure curriculum is accurate and up to date and includes emerging trends. Courses 
provide “hands-on” opportunities to enable staff to try new skills or to sharpen old ones. Training 
targets key professional public health staff. PHI has a statewide focus with interests in National, 
Regional, and local paradigms. Attendees select courses and workshops from the following 
tracks:  

• Public Health - Targeted staff includes epidemiology, drug and alcohol, family 
health, community health, public health preparedness, communicable disease, 
chronic disease, and HIV/AIDS.  

• Emergency Medical Services/Emergency Preparedness - Includes staff from the 
Department’s Office of Emergency Medical Services and the emergency 
responders at the county and city levels.  

• Community Partnerships - Training is provided to prepare SHIP partnership 
personnel in order to improve the quality of community services.  

2. Department of Public Welfare 

The Pennsylvania Department of Public Welfare (DPW) is the largest State agency and 
administers more than one-third of the State budget. It funds and oversees the administration of 
numerous programs that touch the lives of Pennsylvania’s families by providing needed service 
related to income and medical assistance, mental health, child welfare, and social services. 

The mission of the DPW is to: 

• Promote, improve, and sustain the quality of family life 

• Break the cycle of dependency 

• Promote respect for employees 

• Protect and serve Pennsylvania’s most vulnerable citizens 

• Manage resources effectively. 



 

Health Systems Research, Inc. The Pennsylvania Health Care Infrastructure Page 55 

The core functions of the DPW are carried out by the Offices of 1) Income Maintenance; 2) 
Medical Assistance Programs; 3) Mental Health and Substance Abuse Services; 4) Mental 
Retardation; 5) Children, Youth and Families; 6) Social Programs; and 7) Administration. The 
responsibilities and programs administered by each office are described below but the discussion 
will be limited to those entities that have a significant role in program administration and service 
delivery to the maternal and child population. 

The DPW administers services to Pennsylvania residents through a structure that consists of a 
State office in Harrisburg, four regional offices, and 102 County Assistance Offices (CAO).  

The four regional offices are comprised of the counties presented in Table V-2: 

 
Table V-2. 

Pennsylvania DPW Regions 
Regional Office Counties 

Northeast  Berks, Bradford, Carbon, Lackawanna, Lehigh, Luzerne, 
Monroe, Northampton, Pike, Schuylkill, Sullivan, 
Susquehanna, Tioga, Wayne, Wyoming 

Western  Allegheny, Armstrong, Beaver, Butler, Cameron, Clarion, 
Clearfield, Crawford, Elk, Erie, Fayette, Forest, Greene, 
Indiana, Jefferson, Lawrence, McKean, Mercer, Potter, 
Venango, Warren, Washington, Westmoreland 

Central Adams, Bedford, Blair, Cambria, Centre, Clinton, Columbia, 
Cumberland, Dauphin, Franklin, Fulton, Huntingdon, 
Juniata, Lancaster, Lebanon, Lycoming, Mifflin, Montour, 
Northumberland, Perry, Snyder, Somerset, Union, York 

Southeast  Bucks, Chester, Delaware, Montgomery, Philadelphia 
 
Delivery of the social services administered by DPW occurs at the county level via the county 
assistance offices, where eligibility determinations are made for programs such as Medical 
Assistance, Food Stamps, TANF, and Energy Assistance. Residents can apply for these programs 
by visiting their County Assistance Office, where applications are processed by CAO workers. 
Each county has at least one County Assistance Office. The larger counties of Allegheny and 
Philadelphia have the greatest number of offices at 10 and 20 respectively. 

Residents also have the ability to screen and apply for these programs online through COMPASS 
(COMmonwealth of Pennsylvania Application for Social Services). Applications are then routed 
to and processed by the nearest CAO. Pennsylvania launched this system in 2000 in an effort to 
improve consumer access to social services and increase efficiency of the application process. 
The system has undergone several versions, with each release expanding the capacity of the prior 
version. Additionally, residents can now apply for programs administered by agencies other than 
DPW, such as the Insurance Department, the DOH, the Department of Aging, and the 
Department of Education. 
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The following are organization units within the DPW that are directly involved in programs and 
services that affect one or more of the MCH population groups. 

a. Office of Income Maintenance 

The Office administers several programs to assist low-income families in meeting basic needs, 
including cash assistance, food stamps, and energy assistance.  

b. Office of Medical Assistance Programs 

The Office of Medical Assistance administers the Pennsylvania Medicaid Program, which is the 
largest program providing medical service to Pennsylvania’s low-income families. The Office is 
also responsible for the HealthChoices, the State’s Medicaid managed care program. 

c. Office of Mental Health and Substance Abuse Services 

This office manages a number of behavioral health programs for both adults and children and 
also administers a wide variety of drug and alcohol services available to children and adults in 
conjunction with the Health Department’s Bureau of Drug and Alcohol Programs. 

Mental Health Services are administered through county offices that are part of the county 
government system and are typically provided through contractual arrangements with other 
agencies. Drug and alcohol programs are administered through county program offices called 
Single County Authorities (SCAs), which contract with local provider agencies to provide drug 
and alcohol treatment services. The role of the SCA is to assess the need for treatment and then 
to refer to the appropriate treatment program.  

d. Office of Mental Retardation 

The Commonwealth’s mental retardation system consists of State-operated mental retardation 
centers, private facilities, and community services. Regional offices are located in Harrisburg, 
Philadelphia, Scranton, and Pittsburgh. The Office of mental retardation is the lead agency in 
Pennsylvania for providing early intervention services to infants and toddlers, from birth to 2 
years old, under Part C of the 1997 IDEA. 

e. Office of Children, Youth, and Families 

Child welfare services are supervised at the state level and administered at the county level by 
county Children and Youth agencies. The Office manages adoption activities and administers the 
ChildLine and Abuse Registry. This Office works closely with the Center for Schools and 
Communities in the implementation of an array of programs and services. 
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3. Department of Insurance 

The mission of the Insurance Department includes: 

• Promote a competitive marketplace for consumers 

• Educate consumers to make informed decisions 

• Assist consumers to ensure that they are treated fairly in compliance with 
Pennsylvania laws 

• Regulate insurance companies’ financial solvency 

• Effectively administer programs to consumers, including the Children’s Health 
Insurance Program (CHIP), adultBasic, and Mcare 

• Regulate insurance products for compliance 

• Advance consumer protection by administering licensing programs that promote 
professionalism and competency in the marketplace. 

The Insurance Department regulates all aspects of the insurance industry in Pennsylvania. It 
oversees the operation of all insurance companies (over 1,700) licensed to provide medical 
coverage to Pennsylvania residents by authorizing new insurers to the State, licensing insurance 
agents, and brokers and approving policies and rates. In addition to maintaining a fair regulatory 
climate that will encourage insurance companies to conduct business in Pennsylvania, the 
Department serves as an advocate for consumer protection by providing the public with 
insurance information, education, and complaint resolution services.  

The functions of the Insurance Department are carried out by the Offices of: 1) Insurance 
Product Regulation and Market Enforcement; 2) Corporate and Financial Regulation; 3) 
Consumer and Producer Services; 4) Liquidations, Rehabilitations, and Special Funds; 5) Policy, 
Planning and Administration; 6) CHIP and Adult Basic Insurance; and 7) Mcare. 

Children’s Health Insurance Program 

The Insurance Department administers the State CHIP that has expanded health insurance 
coverage to thousands of low-income children in Pennsylvania.  

4. Department of Education  

The mission of the Department of Education is to assist the General Assembly, the Governor, the 
Secretary of Education, and Pennsylvania educators in providing for the maintenance and 
support of a thorough and efficient system of education.  
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The Department of Education consists of the Offices of 1) Elementary/Secondary Education, 2) 
Commonwealth Libraries, 3) Postsecondary/Higher Education, and 4) Administration. 

The Department of Education oversees 501 school districts, ranging in size and enrollment 
numbers from under 300 students to more than 200,000 students. Each school district is 
governed by a superintendent and an elected school board, which is given authority by the 
Pennsylvania School Code to establish, equip, furnish, and maintain all the public schools within 
its district.  

Pennsylvania’s school districts are supported by 29 Intermediate Units, which serve schools 
within its geographic coverage area by providing programs and services to public, private and 
religious schools. These services include curriculum support, professional development, and 
technological support. These Intermediate Units were established under the premise that local 
school districts are better served when services are provided by a regional, rather than state 
office. MCH-related programs include: 

a. Early Intervention 

Early intervention services are available for children from birth to school age with a physical or 
mental disability or a developmental delay and in need of extra support services. The DPW 
Office of Mental Retardation (MR) is the lead agency in Pennsylvania for providing services to 
infants and toddlers, from birth to 2 years old, under Part C of the 1997 IDEA. The Department 
of Education provides preschool services for children ages 3-5 under a Mutually Agreed-upon 
Written Arrangement (MAWA). Coordinated services for children from birth to 5 years old and 
their families are provided by 34 MAWA agencies—27 are intermediate units, 6 are school 
districts, and 1 is a private provider. 

b. Health Education 

The State requires a minimum number of hours of health education for graduation and provides 
guidance to the schools regarding the content of the health education provided. With CDC 
support, the Department works with schools to create school health education profiles. The 
Profiles monitor characteristics of health education by administering surveys a representative 
sample of school principles and health education teachers. A subcontractor of the Department, 
the Pennsylvania Training and Technical Assistance Network (PaTTAN) is a resource and 
training center that focuses on CSHCN.  

c. Build Initiative 

The goal of this initiative is to construct a coordinated early care and learning system for children 
from birth to age 5, drawing on collaboration from numerous agencies. These efforts are being 
led by an Early Learning Team assembled by the Governor’s Office and including 
representatives from the Departments of Health, Education, and Public Welfare. The Director of 
this effort is housed within the Pennsylvania Department of Education. 
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B. Private Sector Health System 

The core functions of public health provided through the Commonwealth’s publicly funded 
programs and agencies are joined with efforts carried out by private-sector professionals and 
organizations.  

1. Hospitals 

There are 228 hospitals in Pennsylvania, which are classified by the DOH according to the 
categories identified in Table V-3. 

Table V-3. 
Hospitals in Pennsylvania, 2004 

General Acute Care Hospitals 173 
Long-term Acute Care 
Hospitals 

20 

Rehab Hospitals 19 
Children’s Hospitals 8 
Critical Access Hospitals 8 
Trauma Centers 27 
Pediatric Trauma Centers 6 

     Source: Department of Health 

The State is home to seven Children’s Hospital, and these include: 

• Children’s Home of Pittsburgh 

• Children’s Hospital of Philadelphia 

• Children’s Hospital of Pittsburgh 

• Shriner’s Hospital for Children – Philadelphia 

• Shriner’s Hospital for Children – Erie 

• St. Christopher’s Hospital for Children 

• Temple University Children’s Medical Center. 

Pennsylvania also has eight Critical Access Hospitals (CAHs). The CAH was established by the 
Balanced Budget Act of 1997 for the purpose of strengthening the health care system in rural 
communities and preserving access to health care. Hospitals designated as CAHs must meet 
certain qualifications and adhere to Federal criteria and are to obtain improved reimbursements. 
Funds are administered by the Federal Office of Rural Health and dispersed through the 
Pennsylvania Office of Rural Health. This program plays a vital role in Pennsylvania, as the 
Commonwealth has the largest rural population in the country.  
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Although most injuries can be treated at a hospital emergency department, some injuries are 
beyond the capacity of these facilities and require resources available only at a trauma center. 
Trauma centers are hospitals that can provide specialized personnel and equipment to treat life-
threatening injuries, including those resulting from motor vehicle accidents, assaults, or falls. In 
Pennsylvania (effective from October 1, 2004 through September 30, 2005), there are 27 trauma 
centers approved and accredited by the Pennsylvania Trauma Systems Foundation (PTSF). The 
Children’s Hospitals of Philadelphia and Pittsburgh are designated as pediatric regional trauma 
centers.  

A complete list of hospitals by category can be found in Appendix D. 

2. Community Health Centers 

Federally Qualified Health Centers (FQHCs) were created almost 40 years ago as local, 
nonprofit, community-owned centers to serve vulnerable and populations, especially in rural and 
urban communities. Health centers provide an additional safety net to those underserved 
populations who may lack access to traditional medical care due to geographic, linguistic, or 
financial barriers and play a critical role in expanding access to care for these Pennsylvanians. 
All health centers provide onsite general medical care and preventive services such as Pap 
smears, while most also offer prenatal care, preventive dental care, and mental health treatment.    

In 2003, 27 grantees throughout the Commonwealth, 11 of which were in rural locations, 
provided 151 service delivery sites and served as a medical home for 411,841 individuals in 
Pennsylvania (Table V-4). Almost 40 percent of patients seen in 2003 were on Medicaid or 
CHIP, 26.7 percent were uninsured, and over one-third were children ages 19 and under 
(National Association of Community Health Centers, 2004). 

Table V-4. 
Community Migrant Health Centers – Pennsylvania 

Name of Center Location Number of Sites 
B-K Health Center Susquehanna 4 
Broad Top Area Medical Center Broad Top 1 
Capital Region Health System Harrisburg 1 
Centerville Clinics Fredericktown 10 
ChesPenn Health Services Chester 2 
Community Health Net Erie 7 
Cornerstone Care Greensboro 2 
Covenant House Philadelphia 1 
Delaware Valley Community Health Philadelphia 2 
East Liberty Family Health Care Center Pittsburgh 1 
FOR Sto-Rox Family Health Council McKees Rocks 1 
Glendale Area Medical Association Coalsport 1 
Greater Philadelphia Health Action Philadelphia 8 
Hyndman Area Health Center Hyndman 1 
Keystone Rural Health Center Chambersburg 7 
Keystone Rural Health Consortia Emporium 2 
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Table V-4. 
Community Migrant Health Centers – Pennsylvania 

Laurel Health Centers – Laurel Health System Wellsboro 6 
Primary Care Health Services Pittsburgh 9 
Quality Community Health Care Philadelphia 1 
Rural Health Corporation of Northeastern Pennsylvania Wilkes-Barre 1 
Scranton Primary Health Care Center Scranton 1 
Southeast Lancaster Health Services Lancaster 4 
Spectrum Health Services Philadelphia 1 
The Primary Health Network Sharon 14 
University of Pittsburgh Department of Family Medicine Pittsburgh 1 
Welsh Mountain Medical and Dental Center New Holland 1 
York Health Corporation York 4 
Source: Bureau of Primary Health Care, 2005a 

The Community Health Centers focus on community-oriented, comprehensive care that is 
provided in a culturally sensitive environment. Centers not only provide health services but also 
an array of enabling services to facilitate access to care. 

3. Professional Schools 

Important to the adequacy of the health care infrastructure is the State’s capacity to educate and 
train those who provide health services. 

a. Medical Schools 

Pennsylvania ranked 2nd in the country in the number of medical school graduates, graduating 
1,365 new physicians in 2000. The following universities have accredited medical programs: 

• Drexel University College of Medicine (Philadelphia) 

• Jefferson Medical College of Thomas Jefferson University (Philadelphia) 

• Pennsylvania State University College of Medicine (Hershey) 

• University of Pennsylvania School of Medicine (Philadelphia) 

• University of Pittsburgh School of Medicine (Pittsburgh) 

• Temple University School of Medicine (Philadelphia). 

A recent study supported by the Association of American Medical Colleges (AAMC) found that 
medical schools, teaching hospitals, and academic health centers in Pennsylvania have a 
significant impact on the State’s economy, which totaled more than $26 billion in 2002, ranking 
2nd only to New York. The academic medical center institution reflected in this study included 
Penn State Milton S. Hershey Medical Center, the University of Pittsburgh Medical Center, 
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Drexel University College of Medicine, Jefferson Medical College, the University of 
Pennsylvania Health System, and Temple University Hospital.  

b. Dental Schools 

There are three dental schools in Pennsylvania: 

• University of Pennsylvania School of Dental Medicine (Philadelphia) 

• University of Pittsburgh School of Dental Medicine (Pittsburgh) 

• Temple University School of Dentistry (Philadelphia). 

c. Nursing Programs 

There are 23 schools of nursing in Pennsylvania that offer a degree in nursing. The schools that 
also offer a nurse-practitioner program are indicated as NP. These schools include: 

• Bloomsburg University Department of Nursing 

• California University of Pennsylvania Nursing Department 

• Carlow College Division of Nursing 

• Clarion University School of Nursing 

• Desales University Department of Nursing and Health 

• Drexel University College of Nursing and Health Professions (also NP) 

• Duquesne University School of Nursing (also NP) 

• East Stroudsburg University of Pennsylvania Department of Nursing 

• Eastern College of Nursing Department 

• Gannon University School of Nursing 

• Gwynedd-Mercy College School of Nursing 

• La Salle University School of Nursing 

• Mansfield University Nursing Program 

• Marywood College Nursing Program 

• Millersville University Department of Nursing 

• Penn State Altoona Department of Nursing 

• Pennsylvania State University School of Nursing 

• Slippery Rock University Nursing Department 
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• Thomas Jefferson University Department of Nursing 

• University of Pennsylvania School of Nursing (also NP) 

• University of Pittsburgh School of Nursing (also NP) 

• Villanova University College of Nursing (also NP) 

• Widener University School of Nursing (also NP). 

4. Health-Related Organizations 

The health system is also comprised of organizations and agencies that support and complement 
efforts by State agencies to provide essential services to the Commonwealth’s residents. These 
services also support families through the provision of direct service, outreach, education, 
research and advocacy. Many of these organizations are community-based and able to tailor 
services and programming to local needs and priorities. Several examples of these groups are 
provided below. 

a. Professional Organizations and Associations 

•       American Association of Pediatrics. Its mission is to attain optimal physical, 
mental, and social health and well-being for infants, children, adolescents, and 
young adults. The Pennsylvania Chapter of the American Academy of Pediatrics 
(AAP) administers several programs and initiatives throughout Pennsylvania. One 
of these is the Educating Physicians in their Community (EPIC) initiative, with 
the purpose of educating the medical community on various issues such as early 
hearing detection and intervention and child abuse and neglect. The AAP also is 
involved with the Early Childhood Education Linkage System (ECELS) Program, 
which is focused on enhancing the health and safety of children in childcare 
settings. 

• Pennsylvania Forum for Primary Health Care. The Pennsylvania Forum for 
Primary Health Care is the State association representing the FQHCs and other 
like-mission-driven providers who are located in underserved areas throughout 
the Commonwealth. Services provided to members include advocacy, coalition 
building, education and training, technical assistance, recruitment and retention, 
clinical training, and community development.  

•       Pennsylvania Public Health Association. This is an alliance with a mission to 
promote the health of Pennsylvania residents through sound public health policy 
and practice. Members represent a broad range of experience, including policy, 
education, private- and public-sector health services, legislation, and research. 

•       Pennsylvania Medical Society. The mission is to represent physicians; support 
professional advancement in public health and public policy, as well as in medical 
science, education, practice, and ethics; and serve as patient advocates.  
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•       Hospital & Healthsystem Association of Pennsylvania (HAP). The mission of 
HAP is to advance the health of individuals and communities and to advocate for 
and provide services to members who are accountable to the patients and 
communities they serve. This statewide membership services organization 
advocates for nearly 250 Pennsylvanian acute and specialty care, primary care, 
subacute care, long-term care, home health, and hospice providers, as well as the 
patients and communities they serve.  

b. Advocacy Groups and Community Organizations  

• Pennsylvania Partnerships for Children. The organization’s mission is to be a 
strong, effective, and trusted voice for improving the health, education, and well-
being of the Commonwealth’s children. It accomplishes this by conducting 
research and analysis to inform public policy, developing communications 
strategies to increase awareness, mobilizing individuals and organizations to 
support the interests of children, and representing the interests of children at the 
State and Federal levels. Some past priorities included developing a school 
readiness initiative, expansion of health coverage for children, and development 
of afterschool and summer programs.  

• Parent to Parent. Parent to Parent is a network created by families for families of 
children and adults with special needs. The goal is to connect families in similar 
situations so that they may share their experiences and serve as a source of 
information and support. The organization can assist families in locating a support 
group as well as providing technical assistance to local support and mentor 
groups.  

• Maternal and Family Health Services, Inc. This is a community-based 
organization providing health and social services to families in Pennsylvania 
through a network of over 180 health centers in 16 counties in the Northeast 
region of the State. Focusing on enhancing the health and well-being of women 
and families, it oversees the delivery of services such as WIC, Family Planning, 
Healthy Beginning Plus, and the Nurse Family Partnership. 

• Maternity Care Coalition. The mission is to improve MCH and well-being 
through collaboration with families, providers, and communities. Through its 
MoMobile Program, which operates in 11 sites in the Philadelphia area, it 
conducts outreach and provides health services to pregnant women and new 
mothers in 3 counties. It has partnered with programs such as Early Head Start 
and has participated in campaigns on topics related to immunization, fatherhood, 
and breastfeeding. 

• Philadelphia Citizens for Children and Youth. PCCY is a well-established 
regional advocacy group that focuses on issues related to children. The 
organization recently developed a behavioral health resource guide for early care 
and education professionals. 
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• March of Dimes. The mission the March of Dimes is to improve the health of 
babies through the prevention of birth defects and infant mortality. This mission is 
carried out through various activities such as research, community services, 
education, and advocacy. The March of Dimes has a Pennsylvania chapter in 
King of Prussia and 14 offices throughout the Commonwealth. 

•       Pennsylvania Rural Health Association. This association is dedicated to 
enhancing the health of Pennsylvania’s rural communities by advocating for rural 
health development, promoting improved rural health services, providing 
education for rural health professionals, improving awareness on rural health 
issues, and fostering partnerships to improve rural health. 

5. Pennsylvania Health Care Cost Containment Council  

The Council is an independent State agency formed under Pennsylvania statute (Act 89, as 
amended by Act 14) in order to address rapidly growing health care costs. The Council is funded 
through the Pennsylvania State budget. In addition, the Council receives revenue through the sale 
of its data to health care stakeholders around the State, the Nation, and the world. The Council’s 
three primary responsibilities are to: 

• Collect, analyze, and make available to the public data about the cost and quality 
of health care in Pennsylvania 

• Study, upon request, the issue of access to care for those Pennsylvanians who are 
uninsured 

• Review and make recommendations about proposed or existing mandated health 
insurance benefits upon request of the legislative or executive branches of the 
Commonwealth. 

The Council collects over 3.8 million inpatient hospital discharge and ambulatory or outpatient 
procedure records each year from hospitals and freestanding ambulatory surgery centers in 
Pennsylvania. These data, which include hospital charge and treatment information as well as 
other financial data, are collected on a quarterly basis and then verified by PHC4 staff. The 
Council also collects data from managed care plans on a voluntary basis. The Council shares 
these data with the public through free public reports. Since its creation, PHC4 has published 
hundreds of public reports about health care in Pennsylvania. These reports are widely 
distributed and can be found on the Council’s Web site, www.phc4.org, and in most public 
libraries throughout the State. The Council has also produced hundreds of customized reports 
and data sets through its Special Requests division for a wide variety of users, including 
hospitals, policymakers, researchers, physicians, insurers, and other group purchasers.  

6. Pennsylvania Office of Health Care Reform 

In January 2003, Governor Rendell signed an Executive Order establishing the Office of Health 
Care Reform and the Governor’s Health Care Council. This cabinet level office is charged with 



 

Health Systems Research, Inc. The Pennsylvania Health Care Infrastructure Page 66 

coordinating the Commonwealth’s health care reform agenda that is focused on improving 
access, affordability, and quality of health care. These issues are all important as they affect each 
of the MCH population groups. 

C. Health Care Providers 

A strong health care workforce is one of the essential components of a health services delivery 
system. Recognizing the importance of an adequate supply of health professions, one of the 
Department of Health SHIP initiatives addresses the concerns raised by policymakers, 
researchers, and legislators regarding the lack of objective information describing the various 
health care professionals working in Pennsylvania. To address this, the DOH has distributed 
surveys to members of various licensed health professions during the license renewal process 
and compiled this information in SHIP Workforce Reports.  

1. Physicians 

According to the Health Resources and Services Administration (HRSA), Pennsylvania had 
more than 28,700 active physicians seeing patients in 2000. In a national comparison, 
Pennsylvania ranked above the national average of 198 physicians per 100,000 residents, with a 
ratio of 234 physicians per 100,000 residents. A comparison of the types of nonfederal primary 
care physicians by field between Pennsylvania and the U.S. is presented in Table V-5. 

Table V-5. 
Distribution of Nonfederal Primary Care Physicians by 

Field (2003) 
 PA (no.) PA (%) US (%) 

Internal Medicine 5,933 38 36 
Family Practice 4,839 31 28 
Pediatrics 2,460 16 18 
Obstetrics and Gynecology 1,802 11 13 
General Practice 770 5 5 
Total Primary Care 15,804 100 100 

Source : Kaiser Family Foundation, 2004 
 

2. Nurses 

In 2000, there were nearly 166,000 registered nurses (RNs) in Pennsylvania or 1,009 RNs per 
100,000 people, which is higher than the national rate. Assisting RNs in providing patient care 
are licensed practical or vocational nurses (LPNs), and in 2000, there were 33,010 working in 
Pennsylvania. Pennsylvania had 4,000 nurse-practitioners and 231 certified nurse-midwives 
practicing in Pennsylvania in 2000. This was equal to 33.2 nurse-practitioners per 100,000 
residents, which was comparable to the national average of 33.7.   
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3. Dentists 

In 2000, there were almost 25,000 professionals providing dental care to Pennsylvania residents: 
8,559 dentists, 7,870 dental hygienists, and 8,540 dental assistants. In the decade from 1991 to 
2000, the number of dentists practicing in Pennsylvania increased by 17 percent. The number of 
dentists per capita practicing in 2000 was above the national rate.  

4. Mental Health Practitioners 

The largest group of mental health professionals is social workers, with 22,490 social workers 
providing mental health services in 2000. In this same year, there were 4,340 psychologists and 
1,753 psychiatrists practicing in Pennsylvania, which places the Commonwealth at ranks of 23rd 
and 11th, respectively, among these professionals and among States per capita.  

a. Health Care Provider Shortage Areas  

An adequate number of qualified medical providers are essential to the ability of the health care 
system to function. Although the Commonwealth has more doctors and nurses per capita than the 
national average, shortages still exist in numerous areas of the State. 

The Federal Government has developed criteria to identify areas of the country as medically 
underserved or health professional shortage areas, which are then used to document medical need 
in a specific part of the country or a State. In identifying these communities, the following 
designations are used: 

 i) Health Professional Shortage Area 

The Health Professional Shortage Area (HPSA) refers to an area with a critical shortage of 
primary care, dental, and/or mental health providers. The HPSA designation can be obtained 
when there is a documented shortage for a specific geographic area, for a special population 
within a defined geographic area, or for a specific public or nonprofit facility, such as a prison. 

In the Commonwealth, 60 counties contain a service area that has received the designation as a 
primary care, dental, or mental health HPSA site. Figure V-2 displays those counties that contain 
provider shortages in these provider areas. Pennsylvania contains 31 counties, located 
predominantly in the Northcentral and Southcentral regions of the State, that contain service 
areas with shortages in all 3 medical provider areas—primary care, dental, and mental health. 
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Only Berks, Bucks, Lawrence, Lebanon, Lehigh, Luzerne, and Montgomery Counties are 
without shortages in any provider area. 

 

In cases where extreme provider shortages exist, the entire county is designated a health 
professional shortage area. Table V-6 indicates the counties in Pennsylvania where this is the 
case.  

Table V-6. 
Entire Counties Designated as Provider Shortage Areas (2004) 

HPSA - Primary Care   Adams, Cameron 
HPSA - Dental Care Beaver, Bedford, Blair, Bradford, Butler, Cambria, Cameron, 

Clearfield, Columbia, Fulton, Huntingdon, Jefferson, Juniata, 
Lawrence, Mifflin, Montour, Northumberland, Pike, Potter, 
Snyder, Somerset, Tioga, Union, Washington, Wayne 

HPSA - Mental Health 
 

Adams, Armstrong, Beaver, Blair, Bradford, Cameron, 
Carbon, Clearfield, Clinton, Elk, Fayette, Forest, Franklin, 
Greene, Huntingdon, Juniata, Mifflin, McKean, Monroe, Pike, 
Potter, Schuylkill, Susquehanna, Tioga, Venango, Warren, 
Wayne, Wyoming 

MUA  Adams, Cameron, Forest, Fulton, Sullivan 
    Source: Bureau of Primary Care, 2005b 
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Note: The HPSA score represents the number of HPSA designations (primary care, dental care, and 
mental health) located within the county. 

 

Figure V-2: Distribution of HPSA scores across Pennsylvania Counties, December 
2004. Source: Bureau of Health Professions, 2005 
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 ii) Medically Underserved Area and Medically Underserved Population 

In addition to the HPSA designation, the Medically Underserved Area (MUA) and Medically 
Underserved Population (MUP) designations are also used to identify communities in need of 
additional primary medical care services. These designations are based on physician ratios and 
on indicators such as infant mortality rates, poverty level, and the elderly population. The MUA 
and MUP status for a given area is based on its score as determined by the Index of Medical 
Underservice (IMU). The calculation of the IMU score is based on the following: ratio of 
primary medical care physicians per 1,000 population, infant mortality rate, percentage of the 
population with incomes below the poverty level, and percentage of the population age 65 or 
over. Each of these is converted to a weighted value, which are then summed to obtain the area’s 
IMU score. The IMU scales ranges from 0 to 100, where 0 represents completely underserved 
and 100 represents the best served. The MUP designation is also based on the IMU score but is 
calculated for a particular population group rather than the total resident civilian population of 
the area. The MUP designation is limited to populations with economic barriers (low-income or 
Medicaid-eligible populations) or cultural or linguistic barriers to primary medical care. 

Table V-6 lists the situations in which the entire county has been designated as an MUA site. 
Figure V-3 shows the counties in Pennsylvania with the MUA and MUP designations.  

 
Figure V-3: Pennsylvania MUA and MUP Designations, December 2004 
Source: Bureau of Primary Care, 2005b 
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There are 51 counties that contain a service area with the MUA designation and 13 counties that 
contain a service area with the MUP designation.    

The HPSA and MUA/MUP designations are used to determine eligibility for funding under 
Section 330 of the U.S. Public Health Service Act to place providers in areas that demonstrate 
need.  

b. Provider Issues 

Two particular provider issues have been consistently identified by key informants as especially 
significant, given their potential impact on the availability of health care providers for the MCH 
population groups and the quality of the care that is available.  

 i) Malpractice Insurance  

Obstetricians and other high-risk specialists in Pennsylvania are reporting up to and over a 100 
percent increase in professional liability premiums over the past 10 years. Many liability insurers 
are no longer willing to insure physicians, especially the high-risk specialists. This has resulted 
in limited availability of insurers, with some practitioners reporting that they cannot obtain 
insurance (American College of Obstetricians and Gynecologists, 2002). Unlike some other 
States, the Pennsylvania Department of Insurance has no regulatory authority to manage 
malpractice rates. To address these issues, in December 2003, the Pennsylvania legislature 
approved Governor Rendell’s plan to provide funds in abatements for physicians and nurse-
midwives to help them obtain medical malpractice insurance.  

The issue of patient safety and the quality of care provided to consumers is related directly to the 
malpractice issue. The 1999 Institute of Medicine (IOM) report, To Err is Human, estimated that 
preventable medical errors in hospital caused the deaths of as many as 98,000 people annually in 
the United States (Institute of Medicine, 1999). The Pennsylvania Department of Health and the 
Pennsylvania Health Care Cost Containment Council determined that in 2001, 5,294 
Pennsylvanians discharged from a hospital that year experienced an adverse medical event 
during their hospital stay. According to a study conducted by the Kaiser Permanente Institute for 
Health Policy, most errors result from human shortcomings. Therefore, patient safety efforts 
must focus on evaluating and fixing systems within which most medical errors occur and this is 
the cornerstone of Pennsylvania’s medical malpractice reform effort.  

Another strategy to address the malpractice issue and its consequences is to strengthen the 
effectiveness of the Pennsylvania Board of Medicine and other health care licensing boards. 
These boards are responsible for revoking the license of any licensed health care provider who 
poses a danger to patients. Only 15 other States have a lower rate of actions by their State 
medical boards per 1,000 physicians than does Pennsylvania. Pennsylvania is in the bottom third 
of all States taking action against physicians (Office of Health Care Reform, 2003). 
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 ii) Nursing Shortage 

Pennsylvania ranks 24th in the lowest number of RNs in the nation and is facing a severe nursing 
shortage, with a 5 percent shortage (supply less demand) reported in 2000, 9 percent projected 
for 2005, 14 percent in 2010, 22 percent in 2015, and 29.9 percent in 2020 (National Center for 
Health Workforce Analysis, 2002). A survey released in November 2002 by the Pennsylvania 
DOH (2002), noted the “aging” of the nursing population in the Commonwealth while at the 
same time reporting that the number of persons entering the profession is insufficient to fill the 
existing and projected needs. The DOH’s Office of Health Planning has developed a number of 
reports detailing nursing capacity issues in the Commonwealth. Interestingly, the shortage does 
not seem to be related to a lack of interest in the profession. According to the Pennsylvania State 
Nurses Association, while there are waiting lists of individuals seeking admission to nursing 
programs, there are not enough nursing faculties or clinical sites to accommodate them.  

The Commonwealth is taking steps to address the nursing shortage issue. The Pennsylvania 
Higher Education Foundation has developed several initiatives to increase the supply of nurses, 
including nursing education grants and loan forgiveness programs. The Pennsylvania Higher 
Education Assistance Agency (PHEAA) also sponsors the Nursing Loan Forgiveness for 
Healthier Futures Program. Citing the critical shortage of nurses and health care’s contribution to 
Pennsylvania’s economy, Governor Rendell has established the Pennsylvania Center for Health 
Careers. This public-private partnership is charged with increasing educational capacity, creating 
career ladders, and helping providers retain workers. Finally, the Governor, legislative leaders 
and PHHEAA recently announced a new higher education funding initiative to provide 
additional grant aid to Pennsylvania students during the 2005-2006 academic year. This includes 
a $40 million, 4-year program to address the shortage of nurse educators in Pennsylvania 
(Pennsylvania Higher Education Assistance Agency, 2006). 
 
D. Financing the Health Care System 

A mix of Federal, State, county, city, and private funds supports the health care system in a 
variety of ways. This includes support for the health care infrastructure, education of providers, 
public health surveillance, financing of health insurance, and an array of programs and services. 
The cost of providing health care continues to rise with no end in sight.  

The Departments of Health and Public Welfare both focus on health and health-related issues of 
children and families. The DOH’s total budget for 2004-05 was $865,644,000, and the proposed 
2005-06 budget is $816,894,000 (Pennsylvania Department of Health, 2005). The proposed 
2005-06 budget for the DPW is $22 billion and represents 42 percent of the total budget ($52.5 
million) for the Commonwealth. The total annual expenditure for the DPW Office of Medical 
Assistance Programs is projected at $14.2 billion, a slight decrease from the 2004-05 budget 
(Pennsylvania Department of Public Welfare, 2005). 

The medical assistance program is a critical component of the MCH infrastructure, as it supports 
a range of services for pregnant women, infants, children, adolescents, and CSHCN. As a result, 
the future of Medicaid will impact the future of many children and families. Interestingly, 
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children and families comprise 60 percent of Pennsylvania Medicaid enrollees but only 21 
percent ($2.7 billion) of total expenditures, while the elderly comprise 13 percent of enrollees 
with 34 percent of expenditures (Pennsylvania Department of Public Welfare, 2005). As the 
Pennsylvania population continues to age, it is expected that the number of elderly enrollees in 
Medicaid will increase, resulting in an increase in expenditures. The Governor, however, clearly 
is committed to maintaining Medicaid and other services for children and families, as stated in 
his 2005-06 budget. 

In addition to Medical Assistance, there are many other programs financed with Federal and/or 
State funds that are important to MCH. A full analysis of the amount and sources of funding to 
support programs and services used by the MCH population groups is beyond the scope of this 
assessment. However, Table V-7 displays budget information for some of the programs and 
services available in the Commonwealth for children and families.  

Table V-7. 
Funding for Selected Programs Affecting Children and Families in Pennsylvania 

 
Program 

2004-05 State 
Budget 
Amount 

Source of 
Funding 

% Change 2003-04 
to 2004-05 

Early Intervention (0-3 Years) $113,117,000 State and Federal 6.4% increase 
Early Intervention (3-5 Years) $117,607,000 State and Federal 4% increase 
Medicaid $15,478,172,000 State, Federal, 

County 
9% increase 

Child Care  $429,686,000 State and Federal 6.8% increase 
Child Welfare $1,604,342,000 State and Federal 15% increase 
Special Education (IDEA) $405,000,000 Federal 6.6% increase 
WIC $150,970,000 Federal No change 
CHIP $239,780,000 State and Federal 12.3% increase 
Family Centers $10,091,000 State and Federal 0.6% increase 
Source: Pennsylvania Partnerships for Children, 2004 

1. Department of Health Bureau of Family Health – Pennsylvania Title V Agency 

Finally, it is important to review and understand the role of Title V as a critical component of the 
State’s MCH infrastructure.  

2. 2004 Funding 

The Pennsylvania FY 2004 Federal Maternal Child Health Block Grant award was $25,621,198. 
The 2004 State match to the Block Grant totaled $2,990,000 a 24.8 percent reduction from the 
previous fiscal year. Thirty-three (33) percent of the Block Grant supported programs and 
initiatives for CSHCN, and 38 percent of the Block Grant supported primary and preventive care 
for children. Additional funds managed by the BFH (the State Title V agency) in 2004 included 
$4,000,000 in State funds for newborn screening services; $20,651,000 for special disease 
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programs; and $14,240,000 of Federal funds to support immunization, lead screening, and other 
children’s programs. 

3. What is Title V? 

The goal of Title V Maternal Child Health Block Grant statute is to improve the health of all 
mothers, infants, children, youth, and CSHCN, consistent with national health objectives. The 
program is referred to as “Title V” because the Social Security Act of 1935 included a section 
(Title V) authorizing grants to States to promote MCH. Like other public health programs, Title 
V always has focused on entire populations, unrestricted by categorical eligibility requirements. 
The program’s statutory mission remains to improve the health of all mothers and children. With 
roots in child labor protections, child welfare, and health, Title V provides for comprehensive, 
family-centered policies and programs. While Title V has evolved over the years to strengthen 
accountability while maintaining State flexibility, its mission has remained the same: improve 
the health of mothers, infants, children, youth, and CSHCN in each of the States and Territories. 

Title V is intended to enable each State to provide and assess quality MCH services; reduce 
infant mortality; prevent diseases and disabilities; promote health; provide services to children 
and youth with disabilities; and promote community-based, coordinated care. Each State has a 
Title V Agency generally housed within the State’s public health agency’s organizational entity 
focused on maternal, child, and family health issues.  

a. How Do States Obtain Title V Funds? 

Each State receives Title V funds earmarked for the improvement of MCH. The amount each 
State is allocated from the overall Federal allocation is calculated on a formula basis factoring in 
child poverty rates and the level of funding the State received prior to the development of a block 
grant approach. A block grant means that States receive a block of dollars that is not tied to 
specific categorical services. With a block grant, States have extensive flexibility as to how their 
funds are used as long as activities are focused on the improvement of MCH. However, some 
guidelines are in place to ensure that attention is paid to specific MCH population groups. States 
must document that 30 percent of their MCH Block Grant funds are used for prevention and 
primary care activities for children, with another 30 percent directed to activities to service 
CSHCN and their families.  

The Pennsylvania Title V Agency is the BFH that received $25,621,198 from the Federal MCH 
Block for FY 2004. Thirty-three (33) percent of the Commonwealth’s Block Grant supports 
programs and initiatives for CSHCN, while 38 percent of the allocation supports primary and 
preventive care for children.  

Pennsylvania used these funds to support: 

• Prenatal care for undocumented pregnant women through the county and 
municipal health departments 
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• The Healthy Baby/Healthy Kids Helpline to provide health care resources 
information and referrals to pregnant women and families  

• The Newborn Screening Program to detect metabolic conditions of newborns 

• Breastfeeding awareness and support 

• Medical Homes for CSHCN 

• The Special Kids Network that provides information and referral for families 
caring for children with special needs 

• Parent-to-Parent of Pennsylvania offering support and guidance to families caring 
for CSHCN 

• Health and safety in the Commonwealth’s childcare centers.  

Each year, the State Title V agency must prepare a Title V application that describes how the 
MCH funds will be used to meet the identified needs of mothers, infants, children, youth, and 
CSHCN in their State. This application must be accompanied by an annual report that describes 
the outcomes from the previous year achieved through the auspices of the Title V program. 
Every 5 years, each State is required to conduct a comprehensive assessment of the needs of their 
MCH population groups and of the capacity of systems in the State to address those needs.  

b. Title V in Other Programs and Services  

To promote collaboration among programs designed to serve the MCH population groups, other 
programs have statutory requirements to work with the State Title V agencies. 

• The Medicaid statute was amended in 1967 to require that States provide for 
agreements with Title V agencies to deliver Medicaid services. This language has 
been interpreted to place Title V in the position of payer of last resort, after 
Medicaid. The language also ensures that Title V services can be billed to 
Medicaid for Medicaid-eligible children and offered free of charge to others. This 
provision is contrary to general Medicaid policy, which states that if Medicaid is 
billed for services provided to Medicaid-enrolled persons, all other persons 
receiving the services must also be charged a fee. This Medicaid provision has 
been used in a number of Title V-supported services, including school-based 
health programs. Finally, some have used the language to argue that Title V 
programs should receive cost-based Medicaid reimbursement. Federal Medicaid 
regulations provide additional requirements for Medicaid agreements with Title V.  

• Amendments to Medicaid to address managed care made special provisions for 
CSHCN, citing Title V as one category in defining special-needs children exempt 
from mandatory enrollment.  

• The Federal State Children’s Health Insurance Program legislation requires 
States to coordinate with MCH programs. Although Title V is not specifically 
cited, this was the intent behind the language.  
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• In the Supplemental Security Income (SSI) for Disabled Children Program, 
reference to Title V has provided the basis for State CSHCN programs to receive 
lists of all children enrolled in SSI. These lists have facilitated Title V outreach 
and follow-up to ensure that these children are linked with needed services. This 
policy also helped support a Title V role in outreach and recertification efforts 
following changes in Federal eligibility rules in the 1990s.  

• The authorization for the Federal Healthy Start Program requires grantees to 
coordinate their services and activities with State Title V agencies.  

As the only Federal program with a focus on all mothers, children, and families, Title V is 
mandated to work with the entire range of public- and private-sector organizations, agencies, and 
initiatives that address issues related to improving the health of women, infants, children, youth, 
and CSHCN. The State Title V agency is therefore ideally suited to see and understand the forest 
and the trees of the State’s MCH system and to have a unique perspective on strengths and 
challenges.  

4. Moving From Paying for Services to Building 
Systems of Care 

MCH and CSHCN programs historically have played a 
strong role in “filling the gaps” or serving as part of a 
“safety net” for low-income, underserved, and special-
needs populations. Many State programs historically 
filled this role by providing services directly through 
State and local clinics. As the Nation took action 
beginning in the late 1980s to improve health care 
coverage, especially for children and pregnant women, 
and as Medicaid recipients moved to managed care 
delivery systems, and with the development of the State 
Children’s Health Insurance Program in the 1990s, 
public health programs re-examined their roles. 

As a result and in a desire to use Title V funds as 
effectively as possible, MCH Title V programs are 
decreasing their role in “direct service” while focusing 
more on systems building. System building means that 
instead of using all the Title V funds to pay for specific 
services for a few, the focus is on building and 
sustaining a system of services that will care for the 
many. Title V programs build systems of care by working collaboratively with the public and 
private health sectors, health care insurers, and the full array of child and family service 
organizations and agencies. Title V funds are used to conduct assessments, provide leadership to 
mobilize and convene providers and consumers to plan, implement, monitor, and evaluate 
strategies to promote systems of care for mothers, children, and families. Title V funds can be 

Building a System of Care for 
Children with Asthma 

 
Traditionally public health (using 
epidemiological methods) works 
to eliminate or reduce 
environmental contributors 
affecting asthma rates. Health care 
providers medically managed 
children with asthma. Child care 
centers and schools sought help 
preventing and managing asthma 
in efforts to reduce absenteeism. 
The Title V systems-building role is 
to bring together all the 
stakeholders and assure that all of 
the components and strategies are 
carried out in a coordinated and 
integrated way, as well as 
monitored, evaluated, and 
adjusted as necessary.  
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blended with other State and Federal resources to provide seamless care to the MCH population 
groups. 
 
Over the last several decades, the Federal MCH Bureau has placed strong emphasis on systems 
development. Congress first added language focusing on this Title V role in 1987 and later in the 
1989 amendments. State systems development for children and youth with special health care 
needs is now incorporated into national health objectives, as well as Title V performance 
measures. Title V agencies and their partners strive to develop systems of care that are family 
centered, comprehensive, coordinated, culturally competent, and community based. 

5. The Core MCH Services Framework 

In the 1990s, the Federal MCHB developed a framework for Title V that represents the role of 
the program as the foundation for the family health system and helps to visualize the shift from 
an emphasis on direct services to system building. 

The framework is consistent with the essential public health services described below and distills 
core MCH services into four main categories within an overall system of care. 

These categories include the following: 

• Infrastructure Building Services are services and activities that are important to 
the entire MCH system.  

 Example: Services for data collection and analysis used for policy and 
program development and evaluation. 

• Population Based Services in this framework are largely primary prevention 
programs, universally reaching everyone that might be affected or in need.  

 Example: Services for the organization, promotion, provision, and 
monitoring of immunizations for all children in the State. 

• Enabling Services help families access and use health services and are usually 
targeted to families that have special needs or face specific barriers.  

 Example: Services that provide families with information about available 
resources and assistance in using them. 

• Direct Health Care Services are directly provided to individuals, by State or local 
agency staff or by grantees or contractors. Title V programs commonly support 
prenatal care, well-child and school-based health services, and specialty services 
for children and youth with special health care needs.  

 Example: Prenatal care, well-child care, or specialty services for a 
particular MCH population groups. 
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6. The Core Public Health Services Delivered by MCH Title V Agencies 

 

 

 Figure V-4:  MCH Core Level Services Pyramid 
 
Federal Title V requirements, including applications, annual reports and performance measures, 
are tied to this framework. Historically, the largest share of States’ MCH/CSHCN funds 
supported direct provision of health services. As health coverage for women, children, and youth 
expanded, first through Medicaid and later through the State CHIP, and as many publicly insured 
families were served through managed care systems, many State Title V programs reduced their 
roles and expenditures in direct provision of health care.  
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Title V’s role has always been to “assure” services, a role for public health also emphasized in 
the IOM’s core public health roles. State leaders can ensure services using a variety of 
mechanisms, including needs assessment, planning, and recommendations to State policymakers 
and other agencies to fill gaps. But when no other recourse is available, State leaders use Title V 
resources to support access. While this need has not disappeared completely for women, 
children, and youth, it has diminished. States have begun to shift resources down through the 
pyramid to support enabling, population-based, and infrastructure-building services (Figure V-4). 

Because of the flexibility inherent in Title V, it is a resource that States can use to diminish the 
fragmentation and duplication that so often accompanies categorical funding and develop ways 
to develop systems of care rather than categories of services.  

7. Essential Public Health Functions 

To fulfill the Title V mission and promote collaborative system building, State Title V programs 
engage in certain essential public health functions. 

The IOM, in a 1988 report, The Future of Public Health, recommended that public health 
agencies focus on three core functions. These include: 

• Assessment 

• Policy Development  

• Assurance (Institute of Medicine, 1988). 

The IOM suggested that public health agencies should envision as their responsibility the 
assessment of health status and the factors that influence health status, the formation of policy to 
promote and protect the health of the public, and activities to ensure access to and the quality of 
public health services. This was meant to imply not that public health agencies are solely 
responsible for the conduct of these activities, but that they should assume a leadership role and 
convening responsibilities to see that the health of the public is protected and promoted. 

Simultaneous to this work by the IOM, the Association of Maternal Child Health Programs 
(AMCHP), in collaboration with the Federal Maternal Child Health Bureau and The Johns 
Hopkins University Child and Adolescent Health Policy Center, formulated the Public Maternal 
Child Health Program Functions Framework: Essential Public Health Services to Promote 
Maternal and Child Health in America. This document helped provide a common framework for 
MCH programs across the country. The content is consistent with broader public health 
frameworks but is tailored to promoting MCH and serving CSHCN. Strong emphasis is placed 
on ensuring availability, access, and quality of health services, as well as on linkages with other 
systems serving women, children, youth, and families. Because the MCH essential services are 
adapted from the 10 essential public health services framework, they offer an important common 
language and bridge to broader public health efforts. 
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Ten Essential Public Health Services to  
Promote Maternal and Child Health in America 

1) Assess and monitor the MCH status to identify and address problems. 

2) Diagnose and investigate health problems and health hazards affecting women, 
children, and youth. 

3) Inform and educate the public and families about maternal and child health issues. 

4) Mobilize community partnerships among policymakers, health care providers, 
families, the general public, and others to identify and solve MCH problems. 

5) Provide leadership for priority setting, planning, and policy development to 
support community efforts to ensure the health of women, children, youth, and 
their families. 

6) Promote and enforce legal requirements that protect the health and safety of 
women, children, and youth, and ensure public accountability for their well-being. 

7) Link women, children, and youth to health and other community and family 
services, and ensure access to comprehensive, quality systems of care. 

8) Ensure the capacity and competency of the public health and personal health work 
force to effectively address MCH needs. 

9) Evaluate the effectiveness, accessibility, and quality of personal health and 
population-based MCH needs. 

10) Support research and demonstrations to gain new insights and innovative 
solutions to MCH-related problems. 

To determine the State MCH Title V Program’s capacity to carry out the essential public health 
functions, AMCHP, in collaboration with the MCHB and The Johns Hopkins University, 
developed the CAST-5 process. Capacity Assessment for State Title V (CAST-5) is a process 
used to identify the organizational capacity needs of the State Title V Program and specifying 
ways to address these needs. CAST-5 is a natural and important complement to the 5-year 
statewide needs assessment. 

In the next several sections of the report, the focus turns to the specific maternal and child health 
population groups beginning with pregnant women and mothers.  
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CHAPTER VI 

Pregnant Women and Mothers 
 

A. Pregnant Women 

Overview 

Healthy babies are most often born to mothers who were healthy prior to conception, wanted to 
become pregnant, did not smoke or drink, lived in a supportive environment, obtained early prenatal 
care and who had adequate resources to support their physical and emotional health. The following 
section describes pregnant women in Pennsylvania and activities intended to assure that the women 
are healthy prior to, during and after pregnancy. 

1. Characteristics of Pregnancies in Pennsylvania 

The distribution of race/ethnicity of women ages 15-44 is similar to the overall State demographic 
distribution with a few exceptions. Hispanic, non-Hispanic Black and Asian women of childbearing 
age represent a slightly higher percentage than the total population of these race/ethnicities (3.4, 
10.2, and 2.1 percent, respectively).   

Source: March of Dimes (analysis of US Bureau of the Census. Population estimates for are projected                                 
from the 2000 Census based on bridged race categories, released by the National Center for Health 
Statistics.) 

 
 
It is also important to consider the distribution by age among women of childbearing age. As shown 
below, approximately one third of women of childbearing age are between 30 and 39, the smallest 
group of women are teenagers.  

Table VI-1. 
Population of women 15-44 years by race/ethnicity: Pennsylvania, 2002 
 Percent Count 
Hispanic 4.0 101,522 
White 81.6 2,067,295 
Black 11.4 287,788 
Native American 0.2 4,390 
Asian 2.8 71,895 
Total 100.0 12,335,091 
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Table VI-2. 
Population of women 15-44 years by age: Pennsylvania, 2002 
 Percent Count 
15-19 16.2 410,282 
20-29 29.8 754,220 
30-39 34.1 863,387 
40-44 19.9 505,001 
Total 100.0 2,532,890 

Source: March of Dimes (analysis of US Bureau of the Census. Population 
estimates for are projected from the 2000 Census based on bridged race 
categories, released by the National Center for Health Statistics.) 

 
In 2002, there were 177,290 reported pregnancies in Pennsylvania, a decrease of 2,625 (or 1.5 
percent) from those reported in 2001. In fact, the 2002 figure was the lowest annual number of 
reported pregnancies ever reported for the State since 1980, when data were first collected. This 
statement is valid for all age groups except women aged thirty and above, who have been 
experiencing increased pregnancy rates.  

 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 

Source: Pennsylvania Vital Statistics, 2002 
* Rate per 1,000 female population for each year by age group.  

Most notably, however, teenage pregnancy rates (per 1,000 females aged 15-17) have experienced a 
sharp decline from 32.0 in 1998 to 23.7 in 2002. This decline was seen across all races; however 
rates for both Black and Hispanic teens are still above the Healthy People 2010 objective of 43, with 
rates of 74.8 and 65.5 (per 1,000 females aged 15-17), respectively. At the local level, Allegheny and 
Philadelphia counties accounted for almost 60 percent of the reported pregnancies to females under 
age 15 in 2002. Philadelphia single-handedly accounted for 226 pregnancies, which represented 45.3 
percent of all these early teen pregnancies.  

Additionally in 2002, the general fertility rate of 56.3 (total births per 1,000 women of childbearing 
age) was the lowest rate since 1950, when this data was first recorded. This trend mirrors the 
national trend of decreasing fertility rates. (Figure VI-1) 

Table VI-3. 
Reported Pregnancies by Age of Woman, Rate*: PA Residents 

Age group 1980 1990 2000 2002 
15-44 84.2 82.6 70.8 70.1 

10-14 2.1 2.4 1.4 1.2 

15-17 48.5 47.8 28.1 23.7 

18-19 112.4 105.0 78.5 69.7 

20-29 138.1 138.0 122.2 118.6 

30 -49 29.3 39.2 37.5 38.4 
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          Source: Pennsylvania Vital Statistics 2002 
* Number of total live births per 1,000 females of childbearing age (between the ages of 15 and 44) 

2. Pregnant Women of Childbearing Age Outcomes Examined 

Three outcomes have been selected for an in-depth examination of the Pennsylvania pregnant 
women population group. Achieving these outcomes will help to ensure that pregnant women have 
access to the care that they need and are provided ample support in ensuring a healthy pregnancy and 
outcome. 

 
 
a. Women of childbearing age use ongoing preventative and primary care 
 appropriately 

There are a number of factors that influence the health and well being of women of childbearing age. 
Given the importance of preconception care for positive pregnancy outcomes, it is even more critical 
that women of childbearing age have access to and appropriately utilize a full range of health 
services. 

i) Health Insurance 

Availability and access to quality health services directly affects the health of women. Quality health 
services include screening procedures, preventative services, and ongoing management of chronic 

Table VI-4. 
Pennsylvania Pregnant Woman Outcomes 

• Women of childbearing age use ongoing preventive and primary care appropriately. 
• Pregnant women use early and adequate prenatal care. 
• Pregnant women use as appropriate the full range of enabling and support services to 

promote a positive pregnancy outcome. 

Figure V1-1.
General Fertility Rates*, Pennsylvania and the 

United States, 1950-2002
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illness in addition to education programs. Furthermore, it requires that medical services are 
affordable and available within a reasonable traveling distance. 

Individuals with health insurance are more likely to have a usual source of medical care and to use 
preventive care, while people without health insurance are more likely to have unmet medical needs. 
The Kaiser Family Foundation reports that 14 percent or 643,740 of PA non-elderly women (18-64) 
are uninsured, which is better than the national average of 19 percent for the same time period, 2002-
2003. In 2003, BRFSS reported similar findings for women aged 18-44, 14 percent had no health 
coverage. The data shows that significantly more young adults, under 29 years of age, tend to be 
uninsured (21 percent) than older adults (11 percent adults aged 30-44 and 9 percent adults aged 45-
64.) Moreover, 38 percent of the uninsured are living below the 200 percent or more of the FPL, 
which is greater than the national figure of 35 percent in 2002-2003 (Kaiser, 2003).  

In 2002, non- Hispanic Black and Hispanic residents were more likely to be without health insurance 
(19 and 13 percent, respectively) and without a personal doctor or health care provider (17 percent 
for both) compared to White, non-Hispanic residents (BRFSS, 2003). 

The North Central Health District (14.6 percent) and the Northwestern Health District (15.1 percent) 
had significantly higher percentages of adults who did not have any type of health care coverage 
compared to the rest of the State. It should be noted that these two health districts are in rural 
sections of the State and had the smallest sample size, which may possibly account for the high 
numbers. Among the 10 single counties, Philadelphia County had a significantly higher percentage 
(16.3) of uninsured adults than the rest of the State.  

Medicaid provided insurance for 13 percent of Pennsylvania’s women during 2002-2003. (Figure 
VI-2)  

Source: Kaiser State Health Facts, 2003 

A Medicaid policy that affects women’s access to care is the availability of a Medicaid waiver for 
family planning. The waiver serves to extend eligibility for Medicaid-covered family planning 

Figure V1-2.
Distribution of Women age 19-64 by Insurance 
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services to individuals who would otherwise not be eligible for such care. An evaluation 
commissioned by the federal Centers for Medicare and Medicaid Services (CMS), indicated that not 
only did these expanded programs provide critical contraceptive services as well as testing for 
cervical cancer, sexually transmitted diseases and HIV for those who would otherwise not be eligible 
for such care, but they actually saved money for both the State and the Federal governments. 
Currently there are 16 states that have a Medicaid family planning waiver and Pennsylvania is not 
one of them.  

ii) Insurance Policies and Guidelines 

The Henry J. Kaiser Family Foundation identifies specific State policies to highlight the regulations 
in place to better assure access to women’s health services. Table VI-5 describes women’s health 
services that some States regulate as Mandated Benefits of private insurers. 

Table VI-5. 
State Mandated Policies, 2003 

Policy PA US 
Infertility Diagnosis and Treatment No 14 Yes 
OB/Gyn as Primary Care Providers No 17 Yes 
Direct Access to Ob/Gyn Yes 40 Yes 
Contraceptive Coverage No 21 Yes 
Coverage of Inpatient Mastectomy Stay Yes 20 Yes 
Coverage of Reconstructive Surgery 
after Mastectomy Yes 39 Yes 

Mental Health Parity No 22 Yes* 
* Parity requires insurers to provide benefits for mental illnesses that are equal to the benefits provided 
for physical illnesses. These laws do not allow different benefit limits to be applied to copayments, 
deductibles, inpatient days, outpatient visits, or annual and lifetime limits. 

 Healthy Beginnings 

Healthy Beginnings Plus (HBP) is Pennsylvania's initiative to assist low-income, pregnant women 
who are eligible for Medical Assistance to have a positive prenatal care experience and pregnancy 
outcomes. The intent of HBP is to render services that meet pregnant clients' psychosocial needs in 
addition to rendering traditional medical/obstetric services. Federal legislation permits Pennsylvania 
to extend Medical Assistance eligibility to pregnant women with family incomes up to 185 percent 
of federal poverty guidelines. The plan provides prenatal outpatient services to pregnant women who 
are determined to be presumptively eligible. Furthermore, the pregnant women, once authorized, are 
eligible for Medicaid coverage through the postpartum period (60 days), regardless of income. 
Pregnant clients may elect to participate in HBP or receive their prenatal care in the traditional 
Medical Assistance system (OMAP).  

iii) Reproductive Health Services Used by Women of Childbearing Age 

Women of childbearing age use a variety of health services related to both reproductive health care 
and general wellness care. 
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Family Planning 

It is important to examine access to and utilization of family planning services when assessing 
women’s health. Family planning utilization is not only an indication that women are accessing 
preventive services; it also assures that women and their partners realize their family size goals and 
the timing of those goals. Unplanned pregnancy is associated with serious health risks, including 
partner abuse, inadequate health insurance, medium or high risk for HIV, and smoking. The 
consequences of unintended pregnancy are serious and can impose appreciable burdens on children 
and families. 

In 2001, family planning clinics in Pennsylvania served 293,900 women, including 86,880 teenagers 
(30%), ages 15-19. Four (4) percent are served by health departments, 27 percent by hospitals, 34 
percent by Planned Parenthood, 12 percent by community health centers, and 22 percent by other 
types of agencies.  

In comparison to the United States average, Pennsylvania has been successful in reaching its 
population in need of Title X services. In the US, approximately 40 percent of the women in need of 
public services received them; Pennsylvania has served close to 50 percent of its target population. 
However, 50 percent of the target population remains unassisted.  

However, caution should be used when examining pregnancy intentions as a useful measure of 
maternal and infant health outcomes. There is debate whether the intendedness of a pregnancy itself 
can truly predict poor outcomes, since not intended does not mean not wanted. It could be that the 
pregnancy simply was not wanted at the particular time that it occurred. This underscores a 
recommendation of the 1995 Institute of Medicine report The Best Intentions: Unintended 
Pregnancy and the Well-Being of Children and Families (Brown and Eisenburg, 1995), which calls 

Figure VI-3: Percent of Women Served by Type of Family 
Planning Clinic, 2001
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   Source: Alan Guttmacher Institute, http://www.guttmacher.org/pubs/state_data/states/pennsylvania.pdf 
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for the Nation to adopt a social norm in which all pregnancies are intended—that is, clearly and 
consciously desired at the time of conception.  

Pennsylvania operates four regional Family Health Councils that are responsible for managing 239 
local family planning clinics throughout the State. In 2004, these agencies served over 320,000 low 
income women, men and adolescents. A description of the four corporations follows. 

• Southeast Pennsylvania. This corporation named Family Planning Council, 
provides services to low-income women, men and adolescents living in the five 
county Philadelphia area and operate a network of 81 clinic sites.    

• Northeast Pennsylvania. Entitled Maternal and Family Health Services, Inc., this 
network serves sixteen Pennsylvania counties and operates 45 clinic sites.  

• Central Pennsylvania. Family Health Council of Central Pennsylvania operates 38 
sites in seven counties.  

•      Western Pennsylvania. Family Health Council, Inc. operates 75 sites in 23 counties 
of western Pennsylvania.  

 
Abortion 

In Pennsylvania, 177,290 women became pregnant in 2002. Of these, 80 percent resulted in live 
births, 18.9 percent resulted in abortions and 0.8 percent resulted in miscarriages. The percent of 
pregnancies resulting in an abortion is comparable to the national average.  

Table VI-6. 
Reported Pregnancies by Race and Hispanic Origin of Woman and Outcome 

 Percent*: Pennsylvania 2002 and US 2000 
Outcome 

% Live Births % Fetal Deaths % Induced 
Abortions 

Race and 
Hispanic 
Origin of 
Woman 

 
 
Reported 
Pregnancies, PA PA US PA US PA US 

All Races 177,290 80.3 63.0 0.8 16 18.9 20.5 
White 134,833 85.7 68.6 0.7 17.7 13.6 13.7 
Black 34,041 57.8 48.0 1.1 13.4 41.1 38.6 
Asian/Pac. 
Isl. 

5,512 78.6 ___ 0.5 ___ 20.9 ___ 

Hispanic 
Origin 

10,513 82.0 65.9 1.1 13.0 16.9 21.1 

Source: Vital Statistics, 2002 and National Vital Statistics Reports, Vol. 52, No. 23, June 15, 2004  *Percent of 
total reported pregnancies for each specified group 
Note: Hispanic origin can be of any race 

Induced abortion can be a consequence of unintended pregnancy. In 2003, 36,908 abortions were 
performed in Pennsylvania, an increase of 5 percent (1,741) from 2002. In fact, since 1999 there has 
been a 6.5 percent increase in the number of abortions performed in Pennsylvania (Figure VI-4). The 
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implications of this increase however, cannot be fully addressed, because the numbers (reported 
pregnancies, fertility rate) are not all known. It is easy to speculate that the rate of unintended 
pregnancies has increased or that family planning has been unsuccessful, but it is impossible to make 
these conclusions without having all of the most relevant data.  

Moreover, a broad range of Pennsylvania women have abortions. As in previous years, about a third 
of the women are in their twenties; approximately 40 percent have had no previous live births; and 
55 percent have never had a prior abortion. When considering race and ethnicity, there have been no 
significant differences in the women receiving abortions since 1999 (Annual Abortion Reports, 
1999-2003). Of all abortions occurring in 2003, 56 percent were to White women and 39 percent 
were to Black women. Hispanic women accounted for only 6 percent of abortions in 2003 (Table 
VI-7). Comparable to 2002 numbers, 84 percent of the abortions were performed on unmarried 
women.  

 
      
 
 
 
 
 
 
 
 
 
 
 
 
 

Source: Annual Abortion Reports, 1999-2003 
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Source: Annual Abortion Reports, 1999-2003          

Ninety-five percent of abortions performed in Pennsylvania were to residents of the State and 37 
percent of those were residents of Philadelphia. Counties with a large number of resident abortions 
are listed in the table below (Table VI-8). At the end of 2003, there were 102 facilities in the State 
registered with the Department of Health to perform abortions. However, seven metropolitan areas 
lacked an abortion provider: Altoona, Erie, Johnstown, Lancaster, Scranton-Wilkes-Barre-Hazleton, 
Sharon, and Williamsport (AGI, 2002). In 2000, 39 percent of women lived in a county that did not 
have an abortion provider, compared to 34 percent of women in the United States.  

Source: Alan Guttmacher Institute, http://www.guttmacher.org/pubs/state_data/states/pennsylvania.pdf 

 
Since 5 percent of abortions performed to Pennsylvania residents in 2003 were performed outside of 
Pennsylvania, it is interesting to examine where else women are going to have the procedure done as 
well as the abortion laws of those states.  

Table VI-7. 
Induced Abortions in Pennsylvania by Race of Woman, 2003 

Race Number Percent 
White 20,696 56 
Black 14,403 39 

All Other Races 1,780 4.8 
Unknown 29 .08 

Total 36,908 100 

Induced Abortions in PA by Hispanic Origin of Woman, 2003 

Hispanic Origin Number Percent 

Hispanic 2,219 6 

Non-Hispanic 34,678 94 
Unknown 11 .03 

Total 36,908 100 

Table VI-8. 
2002 Counties with high proportion of induced abortion 

Abortions 
County Number % of 

pregnancies 

Number of reported 
pregnancies 

Philadelphia 12,758 37 34,468 
Allegheny 4,412 24 18,054 
Montgomery 1,773 16 11,225 
Delaware 1,840 22 8,480 
Bucks 1,390 17 8,335 
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  Source: PA Annual Abortion Report 

In Ohio, West Virginia, and Delaware, the parent of a minor must be notified before an abortion is 
provided. Ohio and West Virginia go a step further and state that a woman must also receive 
mandatory state-directed counseling and then wait 24 hours before an abortion is provided. 
Pennsylvania’s laws mirror those of Ohio and West Virginia. In contrast, New Jersey does not have 
any of these types of major abortion restrictions or limitations on publicly funded abortions.  

Medicaid will provide funding for an abortion only in the cases of rape, incest, or life endangerment; 
otherwise payment is the responsibility of the patient. The same payment restrictions are true for 
public employees.  

Of the 24,950 teen pregnancies each year in Pennsylvania, 57 percent result in live births and 29 
percent result in abortions. In 2002, the counties with the largest amount of teens (15-19 years) 
getting abortions were Philadelphia (2,039), Allegheny (756), Delaware (337), Montgomery (287) 
and Bucks County (261) (Pennsylvania Vital Statistics, 2002).  

iv) Health Issues of Women of Childbearing Age 

In 2002, women aged 25-44 most often died from malignant neoplasm, accidents, or diseases of the 
heart. The most common cancer deaths for women were bronchus and lung, breast, and colon and 
rectum. In fact, Pennsylvania has some of the highest rates in the nation of deaths due to breast 
cancer.  

 
 
 
 
 
 
 
 
 

Table VI-9. 
Induced Abortions Performed Outside of Pennsylvania to  

Pennsylvania Residents, 2003 
Other States/Countries Number 

West Virginia 553 
New Jersey 483 
Ohio 289 
Delaware 161 
New York 70 
Maryland 44 
Other States/Territories 90 
Other Countries 3 
Total Other States/Countries 1,693 
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  Source: Pennsylvania Vital Statistics, 2002 
 

Breast and Cervical Cancer 

In Pennsylvania, insurers are required to provide coverage for breast and cervical cancer screening. 
Consequently, screening rates for breast and cervical cancer can operate as valuable indicators of 
women’s access to and utilization of primary and preventive services. This needs assessment will 
focus on screening and early stage diagnosis, rather than cancer incidence and mortality.  

• Breast Cancer Screening 

Cancers diagnosed at an early stage have better outcomes such as better response to treatment and 
higher survival rates, than those cancers diagnosed during a late stage. Therefore, it is important to 
detect the disease in its earliest stages through screening mammography, clinical breast examination, 
and for women 20 years of age and older, breast self-examination. According to a CDC national 
ranking system, Pennsylvania ranks thirteenth in the country in the percent of women over the age of 
40 who have received a mammogram in the past 2 years (Women’s Health and Mortality Chartbook 
2004).  

In 2003, 61 percent of Pennsylvania women aged 40 and older reported having had a mammogram 
in the past year (BRFSS 2003). Additionally, 63 percent of women aged 40 and older had a clinical 
breast exam in the past year. No significant differences were seen across race/ethnicity.  

• Cervical Cancer Screening 

Cervical cancer screening using the Pap test detects not only cancer but also precancerous lesions. 
All women should begin cervical cancer screening about 3 years after they become sexually active, 
but no later than when they are 21 years old. Beginning at age 30, women who have had 3 normal 
Pap test results in a row may get tested every 2 to 3 year. Routine screening for cervical cancer can 
prevent most occurrences of this disease. The four family planning councils provided pap smears to 
151,521 women or 49 percent of women going to the councils in 2004 (Key Informant Interview). 

Figure VI-5: Major causes of death among females 
(rate per 100,000)
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In 2002, 87 percent of women responding to the BRFSS survey reported that they had had a pap 
smear within the past three years. Interestingly, non-Hispanic Black women reported a significantly 
higher percentage of having their last Pap test within the past 3 years (93 percent) compared to non-
Hispanic White adult women (87 percent) (BRFSS, 2002). 

In 2002, the Department of Health began providing one million dollars annually to support the 
Keeping Women Healthy (KWH) program. KWH is a statewide endeavor to provide preventive 
health care services to uninsured women in Pennsylvania. The program includes: 

• Screenings for cervical, colorectal and breast cancers  

• Diagnosis and treatment of sexually transmitted diseases for women & their partners  

• Contraception  

• Screening for hypertension, anemia, and diabetes  

• Abuse screening 

 Sexually Transmitted Diseases 

A significant risk factor for both chlamydia and gonorrhea is age. In 2002, individuals between the 
ages of 15-24 accounted for 71.7 percent of the reported cases of chlamydia. For the same time 
period, gonorrhea was disproportionately reported in the younger population, with morbidity for 
individuals in the 15-24 year old range representing 59.7 percent of the total. 

Rates of reportable sexually transmitted diseases (STDs) are particularly high among adolescent 
females and young adult women. Of the 31,951 cases of chlamydia reported in 2002, females 
represented 74.1 percent (23,671 cases), with males only accounting for 25.9 percent (8,281 cases). 
Of the 13,396 cases of gonorrhea, 54 percent were for females.  

There were apparent disparities in reported STDs by race/ethnicity with 42.6 percent of reported 
chlamydia attributable to Black persons, while White persons accounted for 21 percent and the 
category of “other” comprised 36.4 percent. These data indicate that the case rate for Black people 
was 1,111 per 100,000 population, for white people it was 65.2 per 100,000, and for Hispanic people 
it was 388.5 per 100,000. Comparably, 58 percent of the reported gonorrhea cases were from Black 
individuals, 12 percent were White individuals, and 30 percent were identified as “other” or 
unknown. Data are not available for gender and race combined. 

The Pennsylvania STD Program attributes the increase in reported cases to two factors: improved 
reporting from laboratories and physicians, and the improved diagnostic capabilities afforded by 
amplified (DNA based) testing technology that was adopted for use by the STD Program in July 
2001. The family planning councils in Pennsylvania together screened over 160,916 clients for 
Chlamydia.  
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 HIV/AIDS 

HIV testing for mothers is voluntary in Pennsylvania. The State follows the 1999 CDC guidelines 
which state that “HIV testing of pregnant women and infants should be voluntary, providers must 
obtain informed consent for testing as required by their state laws and state or local laws and 
regulations governing HIV testing should be followed. Health care providers should recommend 
HIV testing to all of their pregnant patients, and HIV screening should be a routine part of prenatal 
care for all women, however, women may refuse the test and should not be tested without their 
knowledge. When a woman's HIV status is unknown at labor, the CDC recommends rapid HIV 
testing, with patient notification and the right of refusal” 
(http://www.cdc.gov/mmwr/preview/mmwrhtml/rr5019a2.htm). 

Ninety percent of Pennsylvanians aged 18-64 believed that knowing your HIV status by getting 
tested is very important (BRFSS, 2003). Females were more likely to report that knowing HIV status 
by getting tested is very important (92 percent) compared to males (88 percent). Additionally, 54 
percent of respondents replied that they agreed with the statement, “A pregnant woman with HIV 
can get treatment to help reduce the chances that she will pass the virus to her baby,” while 31 
percent indicated that they did not know if that statement was true or not true.  

Most people with HIV who qualify for Medicaid do so by meeting the program’s income and 
disability standards once their illness has already progressed. Many low income people with living 
with HIV are not Medicaid eligible until they become disabled, even though Medicaid can provide 
access to therapies that may prevent disability and national treatment guidelines recommend access 
to early treatment. 1115 Waivers and TWWIIA (Ticket to Work/Work Incentives Improvement Act 
of 1999) demonstrations are two ways in which states have sought to address this limitation. 
Currently, Pennsylvania has not adopted these efforts to expand Medicaid coverage for those living 
with HIV.  

The Bureau of Communicable Diseases has received grants, to address need of HIV testing and 
counseling in pregnant women. However, through key informant interviews, we learned that it is 
believed that without the ability to enforce screening for HIV in pregnancy and without a clear 
mandate, screening does not regularly occur at the physician’s office.  

Mental Health 

A critical component to a woman’s health is her mental health and well being. A woman’s mental 
health is vital to her personal well-being, her ability to parent, and her ability to have positive family 
and interpersonal relationships. In a continuum of mental health services, it is understood that there 
needs to be promotion of mental wellness, prevention of mental health problems, and treatment of 
mental illness. In this section, the social, emotional, and environmental factors that contribute to a 
woman’s health and wellbeing will be examined.  

In 2002, 511,469 (5.4 percent) of Pennsylvania residents, age 18 and over, were identified as having 
a serious mental illness (SAMSHA). Although the majority of people who suffer from a mental 
illness do not commit suicide, having a mental illness may increase the likelihood of attempting or 
committing suicide. People with conditions such as major depression, bipolar disorders, 
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schizophrenia, and personality disorders are at a greater risk for suicide. Furthermore, people who 
die by suicide are frequently suffering from undiagnosed, undertreated, or untreated depression 
(SAMHSA, National Mental Health Information Center). The national Healthy People 2010 
objective for an age-adjusted death rate is set at 5.0 suicides or less per 100,000. Pennsylvania’s 
rates have remained at more than twice that figure every year since 1998 (Table VI-10). 

Source: Healthy People 2010, PA DOH Web site 
 
The annual age-adjusted death rates for suicide among females during 1998-2002 were considerably 
lower than the rates for males. In 2002, the female rate was 3.6, compared to 18.2 for all males. 
Annual age-adjusted death rates have not changed much over the years for females and white males, 
but the rates for black males declined between 1998 and 2001. 

The suicide rate of 10.6 for Pennsylvania is identical to the US suicide rate. Two of the health 
districts, North Central and Southeastern, reported rates lower than this but the others all exceeded 
the rate of 10.6.   

Domestic Violence and Injury 

During the last 10 years, domestic violence and sexual assault have come to be understood as serious 
public health concerns that are of particular consequence to the female population.  

In a population based study, Dietz et al (1997) found that women who experienced physical violence 
were 1.8 times more likely to have delayed entry into prenatal care than women who had not 
experienced such violence. Grimstad, Shei, Backe, and Jacobsen (1999) summarized the physical 
consequences of violence during pregnancy: spontaneous abortion, placental abruption, fetal 
intracranial bleeding, and intrauterine death. Grimstad et al. (1999) cited that currently, low birth 
weight has not been associated as an outcome of violence during pregnancy consistently. However, 
among women with a low birth weight infant, the mean birth weight was 261g lower among those 
who reported any interpersonal conflict behavior during pregnancy. 

Physical violence during pregnancy not only has physical effects on the mother and fetus, but also 
emotional consequences. Severe and less severe physical violence, threats, and verbal abuse can 
have psychological and emotional influences on a woman's sense of control of her life. There may 
also be long-term consequences of violence such as anxiety, stress, depression, and increased use of 
tobacco, alcohol, or drugs, which could affect pregnancy outcomes. Studies have found severe 
physical violence to be associated with smoking during pregnancy and that women with unwanted or 
mistimed pregnancies were at greater risk of physical violence from their partners than were women 
with intended pregnancies, regardless of demographics. Physical violence may occur before 
conception and may be directly related to the unintended pregnancy. 

Table VI-10. 
Suicide rate (per 100,000) 2010 PA PA PA PA PA 
(age-adjusted to 2000 std 
population) 

Goal 2002 2001 2000 1999 1998 

 All Persons 5.0 10.6 10.1 10.7 10.4 11.2 
 Females 5.0 3.6 3.5 3.8 3.7 3.8 
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Due to the unique position of healthcare providers to provide routine screening for domestic violence 
and provide referrals, the PA Department of Welfare has collaborated with the Pennsylvania Medical 
Society and other organizations to increase awareness and assist healthcare providers in identifying 
victims of domestic violence. These groups have created and distributed a domestic violence 
screening tool to more than 18,400 primary care physicians, physician assistants and nurse 
practitioners in the state. One such partner, the Pennsylvania Coalition Against Domestic Violence 
(PCADV) along with staff from various other medical advocacy projects conducts on-going training 
in local communities and for statewide medical professional organizations using these tools. During 
fiscal year 2003-2004, 37,201 hospital staff were trained to recognize and help patients experiencing 
domestic violence, a 43 percent increase over the number of health care professionals trained 
(25,983) in 2002-2003 (PCADV interview). According to PCADV, 70 women died as a result of 
domestic violence in 2003.  

In addition, The Injury Prevention Program funds the Pennsylvania Coalition Against Rape (PCAR) 
to provide a hotline and direct services with the goal of reducing the impact of rape and decreasing 
the risk of subsequent re-victimization. Rape can lead to a variety of physical and mental health 
problems such as, but not limited to, alcohol and drug abuse, suicidal thinking, depression, eating 
and sleeping disorders, sexually transmitted diseases, low self-esteem and lost wages.  

In the latest year, PCAR provided a 24-hour advertised toll-free hot line service to all 67 counties in 
the state. PCAR responded to 2,156 hotline calls from victims/survivors or significant others, most 
or which were calls requesting services, resources, and/or information and referral.   

Pennsylvania’s goal is to reduce rape and attempted rape of persons age 12 and older to no more 
than 25 per 100,000 by December 31, 2005. According to the 2003 Uniform Crime Report, 3,556 
forcible rapes were reported to law enforcement agencies in 2001, the rate of rapes/attempted rapes 
of persons age 12 and older was 26.3. In 2003, the rate increased to 28.8 per 100,000 women aged 
12 and older (2001 and 2003 Uniform Crime Report, Federal Bureau of Investigation).  

 Alcohol, Smoking and Other Drugs 

• Cigarette Smoking 

Babies born to women who smoke while pregnant are at a higher risk for adverse birth outcomes, 
including low birth weight and prematurity. Nationally, the percentage of women who smoke has 
remained steady over the last several years at slightly more than 20 percent of women aged 18 and 
older. In 2003, 18.9 percent of Pennsylvania women reported smoking cigarettes everyday. Women 
aged 18-24 were more likely (25.6 percent) to smoke daily than women in older age groups.  

According to Vital Statistics 2002, 15.8 percent of women who gave birth reported smoking during 
her pregnancy, which is a 0.5 percent decrease from 2001. As Figure VI-6 shows, there were some 
disparities observed for this measure when race was considered. White women reported the highest 
level of smoking at 16.5 percent while Asian/Pacific Islander and Hispanic Origin women reported 
the lowest levels at 2.0 percent and 11.2 percent, respectively. Additionally, there was no major 
change in the percent of women who smoked during her pregnancy from 2001 to 2002, with the 
exception being among Black women, where there was a decrease from 15.7 percent to 14.5 percent.  
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The Pennsylvania Department of Health and the American Cancer Society have worked together to 
develop the PA Free Quitline. The Quitline is a tobacco cessation project that offers assistance and 
counseling to individuals who are dedicated to quitting. During a one year period, 5,439 (48 percent) 
of new callers were women and of those, 3 percent (159) were pregnant.  

   Source: Pennsylvania Vital Statistics 2002 
 

 
• Alcohol Misuse 

Alcohol use during pregnancy can have deleterious effects on birth outcomes, such as fetal alcohol 
syndrome and low birth weight. In 2003, approximately 11 percent of Pennsylvania women reported 
binge drinking* in the past month, an increase from 1999 and still far from the HP 2010 goal of 6 
percent (Table VI-11).  

Table VI-11. 
% of Pennsylvania women who participated in binge* 

drinking in the past month 
2010 Goal  2003  2002 2001 2000 1999 

6 11 9 7 NA 7 
Source; Healthy People 2010 
*5+ alcoholic beverages at the same time or within a couple of hours 

 
 
The 2003 self-report BRFSS data state that 11 percent of women aged 18-64 affirmed they had 
participated in binge drinking in the past month, slightly higher than BRFSS 2002 data that report 9 
percent of women participate in this kind of drinking. In 2003, 19 percent of women aged 18-44 
identified themselves as at risk for binge drinking. BRFSS further reported that 2 percent of women 
identified themselves as chronic drinkers. These types of drinking patterns, binge and chronic 
drinking, have very different implications for women than men. Binge drinking may possibly result 
in an unintended pregnancy while chronic drinking has implications on preconception health as well 

Figure V1-6
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as during pregnancy, both potentially resulting in the poor pregnancy outcomes mentioned earlier, 
low birth weight or fetal alcohol syndrome. 

• Illicit Drug Use 

Drug abuse issues can occur at any stage in a woman's life. Of women who use illicit drugs 
nationally, however, about half are in the childbearing age group of 15 to 44. Marijuana/hashish, 
cocaine, inhalants, hallucinogens, heroin, and prescription-type psychotherapeutic drugs used for 
non-medical purposes are classified as illicit drugs in the U.S., because of their potential risk for 
misuse and addiction. 

In 2002-2003, there were 22,942 substance abuse treatment episodes for women. Seventy-three 
percent of these women were White and 21 percent were Black (Figure VI-7). Of these women, 571 
(2.5 percent) were pregnant. The majority (51 percent) of pregnant women receiving substance 
abuse treatment resided in one of the following counties: Philadelphia, Allegheny, Lancaster or 
Luzerne. 

          Source:  Bureau of Drug and Alcohol Programs Client Information System Data State Fiscal Year 2002-03 

The National Survey of Substance Abuse Treatment Services (N-SSATS) is an annual survey of 
facilities providing substance abuse treatment, and is conducted by the Substance Abuse and Mental 
Health Services Administration (SAMSHA). The survey response rate in Pennsylvania was 94 
percent. In Pennsylvania, 488 substance abuse treatment facilities responded to the 2002 N-SSATS, 
reporting that there were 38,734 clients in substance abuse treatment on March 29, 2002. Of these 
488 facilities, 67 percent had a focus on substance abuse treatment services, as observed in the figure 
below. The majority (74 percent) of treatment facilities were private, not for profit, followed by 
private, for-profit (23 percent), and then local, state and federal government run facilities (all at 1 

Figure V1-7.
Percent of women treated for substance abuse by race, 

2002-2003.

Unknown 2%

White 73%

Hispanic 4%

Black 21%
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percent or less) (Figure VI-8). Additionally, 92 (19 percent) of these treatment facilities offered 
programs specifically for women, pregnant women or women with children.  

During State Fiscal Year 2002-2003, there were 781 (3 percent of all women) unduplicated pregnant 
clients that received detoxification or treatment services based on data reported to the BDAP. 
Women, in general, represented 31 percent of clients served during this same time period.    

 
Source: Pennsylvania National Survey of Substance Abuse Treatment Services. Accessed 3/22/05 at 
http://wwwdasis.samhsa.gov/webt/state_data/PA02.pdf 

 
 
The Pennsylvania Bureau of Drug and Alcohol Programs (BDAP) works together with the DOH’s 
Maternal and Child Health Programs to expand treatment and training initiatives for women and 
women with dependent children. Two examples of these efforts are: 

• A videotape training series was developed, in collaboration with Early Intervention 
Technical Assistance, that targets specific parenting needs of pregnant and parenting 
women with a high incidence of drug and alcohol abuse 

• Also with Early Intervention TA, BDAP facilitates women’s provider meetings, 
assesses technical assistance needs and provides a forum for women’s providers to 
network as well as collaborate to address the collective needs of the system and the 
individual needs of women and their children.  

 

 

Figure V1-8.
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Nutrition  

Good nutrition, both before and after pregnancy, is crucial to preventing and improving nutrition 
related health problems as well as in helping to decrease the risk of poor birth outcomes. Yet, only 
31 percent of Pennsylvania women responded on the 2003 BRFSS survey that they ate five or more 
servings of fruits and vegetables daily. The age group least likely to consume five or more servings a 
day was those between 30-44 years (21 percent). The oldest age group (65+) was most likely (29 
percent) to consume this number of servings. 

Vitamin and mineral supplement use is of particular interest for the health of women. There are 
specific circumstances during a woman's life cycle which are associated with special vitamin and 
mineral supplement needs (e.g. the period prior to conception, during pregnancy, and when at risk 
for certain health conditions such as osteoporosis).  

According to 2002 BRFSS, 66 percent of Pennsylvania women took at least one type of a vitamin or 
mineral supplement daily. Of those, 53 percent reported taking folic acid; this included those taking 
both multivitamins and alternative vitamins and supplements. Eighty-seven percent of Pennsylvania 
women aged 18-44 who use vitamin pills or supplements containing folic acid reported taking them 
on a daily basis. Additionally, women who reported having some college education or a college 
degree had significantly higher percentages of folic acid intake (58 and 62 percent respectively) 
when compared to those women reporting a high school education or less. Interestingly, only 61 
percent of these women believed that taking folic acid would help pregnant women to prevent birth 
defects.  

The USDA mandates that both postpartum and breastfeeding women enrolled in the WIC program 
receive education on several topics, including folic acid, upon exiting the program. The 
Pennsylvania chapter of March of Dimes received a $15,000 grant from the national office to 
perform folic acid education in the State. The MOD collaborated with the DOH and WIC to 
determine how best to use the grant money. Together, it was decided that dissemination of folic acid 
information through WIC would be the best use of the limited funds. 

The Supplemental Nutrition Program for Women, Infants, and Children (WIC) is a national program 
that provides supplemental nutritious foods, nutrition education and counseling, as well as 
screenings and referrals to other health, welfare, and social services. WIC serves low-income, 
nutritionally at-risk pregnant women, postpartum and breastfeeding women as well as infants and 
children up to the age of 5. Some of the foods that WIC provides such as orange juice, dry beans and 
peas, and cereals are high in folic acid. It is for these reasons that the March of Dimes has 
collaborated with WIC to provide the folic acid education. Some of the activities that ensued 
included: 

• MOD used the $15,000 to develop folic acid information packets for WIC 
participants. Volunteers were used to assemble the packets and the packets were then 
shipped to WIC clinics around the state in January 2004.  

• The MOD conducted a train the trainer session for WIC directors at a director’s 
meeting in March 2003. 
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Additionally, some WIC agencies worked alongside the MOD and others received grant money from 
the MOD to do supplementary folic acid education and evaluation. In September 2004, a nutritionist 
from the WIC state agency conducted in-services on the topic of folic acid for various other program 
staff such as, Special Kids Network, Healthy Baby/Healthy Kids, and Lead Line Helpline staff.  

Overweight and Obesity 

Similar to good nutrition, a healthy body weight is imperative to a healthy pregnancy and 
subsequently, healthy birth outcomes. In fact, being overweight or obese may reduce a woman’s 
fertility and when pregnancy is achieved, excessive weight increases risks associated with 
pregnancy, such as high birth weight infant and increased cesarean section. Additionally, overweight 
and obesity are linked to chronic conditions such as high blood pressure, heart disease, diabetes, and 
stroke. An expert panel convened by the National Institutes of Health used height and weight 
measurements to define overweight as a Body Mass Index (BMI) of 25 kg/m2 or greater and obesity 
as a BMI of 30 kg/m2 or greater. 

In accordance with these definitions, the 2003 BRFSS survey found that half (51 percent) of 
Pennsylvania women self-report being overweight or obese. Black non-Hispanic adults reported a 
significantly higher percentage (70 percent) compared to both white non-Hispanic adults (60) and 
Hispanic adults (57 percent) of being overweight (BRFSS, 2003).  

The 2003 BRFSS survey also found that 47 percent of women are trying to lose weight and no 
significant difference was found for education, income or race/ethnicity. The majority (70 percent) 
of women responding to the survey said that they were using physical activity to lose or maintain 
weight while (50 percent) were restricting calories (BRFSS, 2003).  

Oral Health  

During the second trimester of pregnancy, women are at an increased risk of developing gingivitis 
and recent research suggests an association between maternal periodontitis with having a low birth 
weight baby (CDC Publication “PRAMS and Oral Health, May 2001). Consequently, it is important 
for pregnant women to have access to dental services and to make use of these services regularly. In 
Pennsylvania, 74 percent of women reported on the 2002 BRFSS survey as having had a dental visit 
in the past year.  

Income was strongly associated with reported receipt of dental care, with women's likelihood of 
having seen a dentist in the past year increasing with family income. Women in families with 
incomes greater than or equal to three times the Federal poverty level were much more likely than 
women with lower family incomes to have seen or spoken with a dentist in the past year (71-86 
percent). Women with family incomes below the poverty level were the least likely to have had 
dental care in the past year (51 percent) (BRFSS, 2002). 
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b. Pregnant women use early and adequate prenatal care 

Obtaining care during the first trimester, is a marker both for access to care and pregnancy intention. 
Women were more likely to receive prenatal care in the first trimester of pregnancy in 2002, 84.6 
percent, compared with 80.9 percent in 2001. In comparison to the U.S., a slightly higher percentage 
of Pennsylvania women received first trimester care (US: 83.7 percent). Despite Pennsylvania’s 
increase, first trimester care still fell short of the Healthy People 2010 objective of 90 percent.  

In 2002, both the North Central and Southeastern health districts had a significantly higher percent 
(16.5 and 19.3 respectively) of women receiving no prenatal care in the first trimester than the 
percent for the state (15.4 percent). Positively, the Northeastern, South Central and Southwestern 
districts all had significantly lower numbers (12.1, 13.6, and 10.0, respectively) than Pennsylvania as 
a whole.   

Slightly less than 1 percent of all women who gave birth in 2002 (approximately 1,085 mothers) 
received no prenatal care at all; an additional 2.6 percent of women did not receive care until the last 
trimester of pregnancy. The proportion of mothers with late or no prenatal care has actually 
increased slightly in recent years, (3.5 percent in 2002 compared to 3.3 percent in 2001 and in 2000). 
Pennsylvania Vital Statistics 2002 reports that Black women are the least likely to receive care in the 
first trimester of pregnancy and are most likely to receive no prenatal care at all, as illustrated below 
(Table VI-12). 

Table VI-12. 
Resident Live Births by Race and Hispanic Origin of Mother and Trimester of First 

Prenatal Visit, Percent*: Pennsylvania, 2002 
 1st 

trimester
2nd 

trimester 
3rd 

trimester 
Unknown No Prenatal 

Visits 
Race and 
Hispanic 
Origin of 
Mother 

 
 

Total 
Births 

 
 

Percent 

 
 

Number 

 
 

Percent 

All Races 142,380 
 

84.6 11.9 2.6 9,045 
 

0.8 

White  115,585 
 

87.2 10.1 2.2 6,021 
 

0.5 

Black 19,659 
 

71.0 21.3 5.2 2,169 2.5 

Asian/Pacific 
Islander 

4,333 
 

80.6 15.4 3.4 408 0.6 

Hispanic 
Origin 

8,620 
 

72.3 22.0 4.9 968 0.8 

 Source: PA Department of Health, Vital Statistics 
*Percent of total live births for each specified group. Unknowns excluded in calculations. 

However, modest gains in the proportion of women initiating prenatal care in the first trimester of 
pregnancy were observed across each age group and racial/ethnic group for 2001-2002. Nonetheless, 



 

Health Systems Research, Inc. Pregnant Women and Mothers Page 101 

Pennsylvania is still far from the Healthy People 2010 goal that 90 percent of live births will be to 
women who received early and adequate prenatal care. In 2002, 69.3 percent of births were to 
women who could be characterized as having early and adequate prenatal care.  

The Pennsylvania Department of Health employs six Maternal and Child Health Consultants whose 
primary responsibilities are to perform enabling and infrastructure activities in their particular health 
district. During key informant interviews with consultants, a general concern emerged that in rural 
areas of the state there is less access to prenatal care, compared to urban areas. Transportation, in 
addition to an insufficient number of providers accepting Medicaid, makes it difficult for women in 
rural areas to obtain care. The Southwest region of the state was also been mentioned as having 
insufficient providers, namely in Greene County, where there are birthing facilities. However 
women in this region are accessing prenatal care at a similar rate to women living in other areas of 
the State. 

 
 

c. Pregnant women use as appropriate the full range of enabling and support services  
to promote a positive pregnancy outcome 

 

What Did Mothers Say About Prenatal Care? 
 
“I went for prenatal care because I wanted my baby to be healthy; I’ve seen and heard so many 
commercials I had to get checked to be sure everything was OK…they say if you are pregnant call here 
and if you don’t have insurance we can help you” …so I called 1-800-BABY”….Harrisburg Focus Group 

“I had to get prenatal care for the health of may baby…even this pregnancy wasn’t 
planned”…Philadelphia Focus Group 

“They gave me lots of information at my first appointment to read through – they always asked me if I 
had any questions, I don’t remember them ever saying “this is what is going to happen at your next 
appointment”….Harrisburg Focus Group 

“I called as soon as I knew I was pregnant, they gave me an appointment for 3 months later, 
sometimes I had to wait up to four hours, it was always like that”….Reading (Spanish) Focus Group 

“They said they didn’t want to see me until two –three months at the earliest, it was hard to get them 
to prescribe prenatal vitamins for me”….Harrisburg Focus Group 

“The information I got at the visits was good, they would tell me how the baby was doing and that I 
shouldn’t worry so much about the baby not being OK”….Reading (Spanish) Focus Group 

“I usually had to ask specific questions of the doctor or the nurses to get information…but then they 
were helpful”…Philadelphia Focus Group 

“What I liked is they looked at me as a whole person not just the pregnancy part. I was going through 
some things at the time and the nurse-midwives were very good about asking if I was sad or 
depressed”….Harrisburg Focus Group 

“They gave me stuff, but I went out to Wal-Mart and bought pregnancy books and those helped me a 
lot more. They wouldn’t always answer my questions when I asked…they just brought out more 
pamphlets to show you”…Harrisburg Focus Group 
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Availability and access to comprehensive, quality prenatal programs can provide the necessary 
support and education to promote positive pregnancy outcomes. In this section, we will explore 
programs in Pennsylvania that provide this type of care for pregnant women.  

i) Healthy Baby/Healthy Kid Helpline 

"Love 'em with a Checkup" is a comprehensive outreach and referral system that assists low-income 
women enroll in prenatal care and obtain health care coverage through the Children's Health 
Insurance Program (CHIP) or Medical Assistance. Included in this effort is the Healthy 
Baby/Healthy Kid Helpline, which is used to refer callers for healthcare services. In 2001, 2,178 
callers were provided a referral for prenatal care. Ninety-eight percent of the callers were female, 99 
percent spoke English, 67 percent were 18-25 years old and 78 percent called for referrals for 
themselves. In 2003, the Helpline received 2,899 calls for prenatal purposes, an increase of 721 calls. 
The Helpline is somewhat more likely to draw a higher representation of callers who live in urban 
areas of Pennsylvania than those residing in rural areas. 

 

Helpline messages appear to be fairly successful in encouraging uninsured pregnant women to call 
the Helpline earlier, rather than later, in their pregnancies. In 2001, 50 percent of callers reported 
being in their first or second trimester, although this percentage was higher in previous years (Figure 
VI-9). This decline in the percentage of “early” callers has also been accompanied by a substantial 
increase in the number of callers who said they did not know their stage of pregnancy. The 
proliferation of home pregnancy tests may have impacted this number as prenatal calls from women 
with positive tests who are uncertain of their stage of pregnancy may have increased (Healthy 
Baby/Healthy Kids Helpline Report). 

ii) Maternity Care Coalition (MCC) 

Located in Philadelphia, Maternity Care Coalition (MCC) has been an advocate for pregnant women 
and their families since 1980. Community health workers or “advocates” are recruited from the 

Figure V1-9.
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communities they serve and become role models for their neighbors, providing education them about 
prenatal care, modeling parenting skills, and showing by example that self-help is an effective 
strategy for achieving self-esteem. All new community advocates must participate in a one-year core 
competency training program. In addition to community advocates, the MCC employs a full time 
benefits coordinator. This person is responsible for assisting new parents with the adjustment to 
parenthood and to keep them in their workforce training.  

The signature program of the MCC is the MOMobile which began in 1989 as a community-based 
outreach and family support program for pregnant women, new parents, infants and their families. 
MCC uses brightly-colored mini-vans called MOMobiles for high visibility outreach in 
neighborhoods known to have high rates of infant mortality, teen pregnancy, child abuse, neglect 
and poverty. Advocates provide an array of education and service-related information and support to 
residents of these communities. MCC currently has nine MOMobile Sites in Philadelphia, 
Montgomery and Delaware counties.  

During program year 2003-2004, over 7,000 clients were served by the MOMobile program. 
African-American women constituted 61 percent of clients, while 19 percent were Latino, 9 percent 
were White, 2 percent were Asian and 9 percent were classified as “Other.” Almost one quarter (23 
percent) of participants were aged 19 or under. Recently, a study was conducted about the impact of 
MOMobile on clients’ perceived level of empowerment. The findings indicated that clients’ self-
sufficiency increased, decision-making skills were strengthened and that clients’ ability to set goals 
were enhanced.  

iii) Pregnant and Parenting Teen Program and ELECT  

During school year 2001-2002, 290 of the 501 school districts in Pennsylvania offered the Pregnant 
and Parenting Teen (PPT) and Education Leading to Employment and Career Training (ELECT) 
initiative. These programs were implemented with the intent to keep students in school, support their 
attainment of a high school diploma and to encourage their self-sufficiency as parents and productive 
members of their communities. A description of selected participant characteristics follows (Table 
VI-13).  
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Table VI-13. 
Characteristics of PPT and Elect Participants, 2003-2004 
Characteristic Number Percent 
Total Students Served 5307 100% 
Sex   
    Female 4581 86% 
    Male 726 13.7% 
Trimester Prenatal Care Began   
    No prenatal care 11 0.8% 
    1st trimester 1165 84% 
    2nd trimester 177 12.8% 
    3rd trimester 30 2.2% 
Number of Prenatal Visits   
    None 13 0.9% 
    1-9 211 15% 
    10-15 990 72% 
    16-More 169 12% 
Birthweight   
    Normal 1040 75% 
    Low 349 25% 

 Source: Report on 2003-2004 Outcome Data for PPT and ELECT initiatives 

iv) Early Head Start    

With the reauthorization of the Head Start program in 1994, Congress established a new program for 
low-income families with infants and toddlers and pregnant women called Early Head Start. Early 
Head Start has a mission to promote healthy prenatal outcomes, enhance the development of infants 
and toddlers, and promote healthy family functioning. During program year 2003-2004, 
Pennsylvania had 27 Early Head Start programs. Throughout these 27 programs, most pregnant 
women enrolled during their 3rd trimester of pregnancy, but this number is of small significance 
when compared to the enrollment numbers during the first two trimesters, as shown below (Table 
VI-14). Of these 438 women, 17 percent (74) were under the age of eighteen, and 93 percent (407) 
of the women had health insurance prior to enrolling in Early Head Start.  

When compared to national Early Head Start numbers, fewer (1 percent) pregnant women in 
Pennsylvania were enrolled compared to the national average (12%), but fared better in 
Pennsylvania’s programs. Pennsylvania women were more likely to receive prenatal and postpartum 
care, prenatal education on fetal development and information on breastfeeding; however they 
received slightly less mental health services (26 percent) compared to the national average (28 
percent).  
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Table VI-14 
Selected characteristics of pregnant women enrolled in Early Head Start,  

2003-2004 Program Year 
Characteristics Pennsylvania 
Enrollment  1% 
    Women enrolled < 18 years old 17% 
With health insurance 93% 
Trimester of Enrollment  
    1st trimester 31% 
    2nd trimester 33% 
    3rd trimester 35% 
Pregnancies defined as “medically high risk” 24% 
Received the following services:  

Prenatal and postpartum care 99.5% 
Mental health and substance abuse interventions and follow-up 26% 
Prenatal education on fetal development 99% 
Information of benefits of breastfeeding 97% 

Received dental exams 22% 
 Source: Pennsylvania Head Start Program Information Report, 2003-2004  

v)  Special Supplemental Nutrition Program for Women, Infants, and Children 

One of the primary purposes of the WIC program is to decrease poor birth outcomes by providing 
pregnant women with nutrition services and education, breastfeeding education and support, health 
screening and referrals as well as a supplemental food package. The program is administered 
through 24 local agencies of which services are provided at 360 offices throughout the 67 counties. 
In 2004, Pennsylvania WIC served approximately 333, 619 individuals, of which approximately 
24,000 were pregnant women. The majority of these women (45.7 percent) were enrolled during 
their 2nd trimester of pregnancy, compared to 30.8 percent in the 1st and 23.6 percent in the 3rd 
trimester. 

Summary Findings and Analysis   
 
The following are highlights from the assessment findings and a brief analysis of the highlighted 
data. 

Pregnant Woman Outcomes 
A. Women of childbearing age use ongoing preventive and primary care appropriately. 
 

Summary 
• Reported pregnancy rates as well as general fertility rates are declining. 
• Young adults, under age 21, that are non-Hispanic Black or Black, are the most likely to 

be without health insurance.  
• North Central and the Northwestern health districts have significantly higher percentages 

of uninsured adults compared to the rest of the State.  
• 14 percent of women of childbearing age have no health insurance. 
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Pregnant Woman Outcomes 
• Many women are without access to publicly funded family planning services. 
• Abortion rates are increasing in PA. More than half of abortions were to White women. 
• Young adolescent females have higher rates of reported chlamydia and gonorrhea than do 

their male counterparts. The highest rates occur among adolescent Black girls.  
• Pennsylvania has one of the highest rates of death among females due to breast cancer. 

However, PA ranks very well in number of women receiving mammograms.  
• Pennsylvania has programs’ in place to address issues and provide training to providers 

surrounding domestic violence and injury towards women.  
 

B. Pregnant women use early and adequate prenatal care. 
 

Summary 
• The number of women receiving prenatal care in the first trimester is increasing.  
• North Central and Southeastern districts of PA had significantly higher percents of 

women receiving no care in the 1st trimester than the percent for the state as a whole. 
• White women were most likely to get 1st trimester care, Black women are least likely to 

receive early prenatal care.  
• Black women and teenagers are the most likely to receive NO prenatal care. 
 

Analysis 
• There needs to be targeted strategies at enrolling select populations in prenatal care during 

the first trimester of pregnancy.   
 
C. Pregnant women use as appropriate the full range of enabling and support services to 
promote a positive pregnancy outcome. 
 

Summary 
• Pennsylvania has some programs in place to support positive pregnancy outcomes, 

however services available and knowledge of available services remain limited for most 
women.  

• WIC is very successful in reaching and serving pregnant women. 
 

Analysis 
• The lack of available health education, promotion and supportive services for all women 

means that issues are not being addressed early and therefore prevention cannot occur. 
The consequences of insufficient outreach are felt through poor birth outcomes, poor 
mental health, and possibly an increased need of substance abuse treatment.  
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B.  Mothers 

Overview 

After a woman delivers her baby, postpartum care presents a special challenge, not simply because it 
concerns at least two people with very distinct needs - the mother and her baby - but because of the 
wide range of disciplines which can contribute at this time to good quality care.  

This section of the report takes a closer look at postpartum care. Women and newborns must stay in 
the hospital for a sufficient amount of time to assure the stable health status of both of them. Follow-
up care for the mother should normally include a physician visit at 6 weeks postpartum. During that 
visit a medical exam should be conducted as well as screening for postpartum depression and 
discussion of and services for family planning goals. The visit and follow-up care should assess how 
the mother is adapting to parenting by observing parent-infant attachment, and whether she has 
developmentally appropriate expectations. 

Characteristics of Mothers  

It is important to understand the characteristics of the women giving birth as these often influence 
the health status of the infant. 

• Maternal age. Since babies born to younger and older women are often at increased 
risk of poor birth outcomes, it is useful to examine the age of mothers giving birth 
(Table VI-15). 

Table VI-15. 
Resident Live Births by Age, Race and Hispanic Origin of Mother - 2002 

Age of 
mother 

All Races White Black Asian/PI Hispanic 

All ages 142,380 115,585 19,659 4,333 8,620 
Under 15 235 100 124 2 39 

15-19 12,934 8,542 3,794 136 1,685 
20-24 31,480 23,857 6,259 583 2,991 
25-29 37,453 30,957 4,432 1,413 2,095 
30-34 38,219 33,121 3,044 1,476 1,192 
35-39 18,198 15,731 1,614 599 511 
40-44 3,672 3,127 367 120 105 

45 and over 179 148 24 4 2 
unknown 10 2 1 0 0 

 Source: PA Department of Health, Vital Statistics 2002 
 
Overall, 9.6 percent of births in Pennsylvania for the period 2000-2002 were to mothers under age 
20, 48.5 percent were to mothers 20-29, 39.4 percent to mothers 30-39 and 2.6 percent to mothers 40 
years or more (March of Dimes Peristats). 
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While the rate of teen births is declining nationally and in Pennsylvania (from a high of 16.9 in 1975 
to a rate of 9.2 in 2002), it is still a significant problem. In 2002 there were 13,169 births to women 
19 years of age or younger in Pennsylvania. At the county level, Philadelphia, Erie, Cameron, 
Fayette, Fulton, Greene, Huntingdon, McKean, and Sullivan counties had the highest rates of teen 
births of all 67 Pennsylvania counties.  

• Marital Status. Because the marital status of a mother can affect her economic 
wellbeing and ability to meet the full range of needs of her infant, it is useful to 
review this data. Just over one-third (33.5 percent) of the resident live births in 2002 
were to unmarried mothers as compared to 28.8 percent in 1990. Among the births to 
teenagers (under 20 years of age) 90.4 percent were to unmarried mothers in 2002 as 
compared to 51.5 percent in 1980. Almost 60 percent of the live births for the age 
group 20-24 were to unmarried mothers in 2002 and among births to women 25 years 
of age and older, 17.4 percent of the mothers were unmarried (PA Department of 
Health, Vital Statistics). 

• Mother’s Level of Education. Also of interest is the mother’s level of education 
because of its association with pregnancy outcomes. During 2002, 15.1 percent of the 
resident live births were to mothers who had less than 12 years of education, 
compared to 16.45 percent in 1990. Slightly over 30 percent of all the births in 2002 
were to mothers with a college education (16 or more grades completed), 
approximately twice the 14.2 percent recorded in 1980 (PA Department of Health, 
Vital Statistics). 

1. Health Outcomes for Mothers Examined 

Three outcomes have been selected for in-depth examination for the Pennsylvania Maternal 
population. Achieving these outcomes will help to ensure that women are healthy, and the families 
they care for are healthy. 

 
Table VI-16. 

Mothers Outcomes 
• Mothers use comprehensive postpartum services and ongoing comprehensive primary care 

including mental health care. 
• Mothers use as appropriate the enabling and support services needed by them and their 

families to care for their infants and children 
• Mothers have access to breastfeeding information and support as needed. 

 
 
a. Mothers use comprehensive postpartum services and ongoing primary care. 

Explicit criteria have been outlined by the American Academy of Pediatrics (AAP) for discharging 
newborns from the hospital. However, in most instances it is unlikely that fulfillment of these 
criteria and conditions can be accomplished in less than 48 hours. The AAP states that if discharge is 
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considered before 48 hours, it should be limited to singleton infants who are born between 38 and 42 
weeks' gestation, who are of birth weight appropriate for gestational age, and who meet other 
specific discharge criteria. The lack of analysis on hospital specific discharge data by the State 
coupled with no State-level protocols on hospital stay, prevented an examination of the hospital 
policies and procedures and whether those procedures are being followed. It is also unknown 
whether some hospitals are discharging patients earlier than other hospitals. 

Hospital discharge following delivery has become a focus of concern in providing appropriate 
postpartum care for both mother and infant. The American Academy of Pediatrics and American 
College of Obstetrics and Gynecology recommend that prior to discharge, the mother should be 
informed of normal postpartum events that she should expect in the first few weeks including: the 
range of activities that she may reasonably undertake; the care of the breasts, perineum, and bladder; 
nutrition, particularly if she is breast-feeding; the recommended amount of exercise; emotional 
responses; and observations that she should report to the physician (e.g., temperature elevation, 
chills, leg pains, or increased vaginal bleeding). In Pennsylvania, little information is available to 
assess the number of women receiving postpartum care, and the quality of that care. 

What Did Mothers Say About Post Partum Care? 
 
“They gave me a fact sheet in the hospital…but I needed more than that”…Harrisburg Focus 
Group 
 
“Sure, I went back to the clinic here for my post partum visit, the baby and me got our check-
ups”…Philadelphia Focus Group 
 
“I didn’t go for my visit, well actually I did but the doctor would leave…he had a waiting room 
full of people and he would leave to do a delivery….I just went back home”…Harrisburg Focus 
Group 
 
“It took them an hour to see me; I complained and they said they couldn’t do anything and I 
would have to wait…more people came in after me though and they took care of 
them”….Reading (Spanish) Focus Group 
 

 
   
b. Mothers use as appropriate the enabling and support services needed by  

them and their families to care for their infants and children. 

WIC 

As mentioned earlier, WIC reaches many women and therefore can play an important role in 
providing not only continued nutrition education and support, but also health and parenting 
information.  

Inadequate consumption of at least one major food group was the primary reason (48 percent) that 
breastfeeding women were certified in the WIC program in 2004. Subsequently, overweight (34.5 
percent) and low hemoglobin/hematocrit (28 percent) were the next two nutritional risk factors that 
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breastfeeding women enrolled through. Similarly, postpartum women were certified primarily with 
the nutritional risk of low hemoglobin/hematocrit (42.8 percent), inadequate consumption of at least 
one major food group (42.6 percent) and overweight (34.6 percent).  

c. Mothers have access to breastfeeding information and support as needed.  

Breastfeeding 

• Initiation and Duration 

Breastfeeding has numerous benefits for women and their infants. Mothers who breastfeed lose 
weight more quickly after giving birth and their postpartum bleeding is usually lessened when 
compared to mothers who do not breastfeed. Additionally, studies indicate that breastfeeding may 
reduce the incidence of breast, uterine and ovarian cancers and in the long term may reduce a 
woman's risk of osteoporosis by increasing bone strength. For babies, breast milk helps protect 
against allergies, ear infections and diarrhea, among others. The Healthy People 2010 goal is for 75 
percent of mothers to initiate breastfeeding in the hospital and 50 percent maintaining breastfeeding 
to six months postpartum.  

According to the 2002 Ross Mothers Survey, 63.7 percent of Pennsylvania mothers initiated 
breastfeeding in the hospital and 31.7 percent continued to nurse at six months (Figure VI-10). 
Between 1992 and 2002, the percent of new mothers leaving the hospital and reporting that they 
were breastfeeding increased from 48.6 percent to 63.7 percent. The percent exceeded the sixty- 
percent mark in 2000 (61.2) and has remained relatively stable since then. Since 1992, the percent of 
mothers who report breastfeeding their child at age 6 months increased from 19.1 percent to 31.7 
percent in 2002. This percent has been steadily increasing over the past decade; 2002 is the first year 
in which it was higher than 30 percent. 

      Source: Ross Mothers Survey 2002 

Figure V1-10.
Breastfeeding Rates In-Hospital and at Six Months
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In some areas of the state, the WIC population has high percentages of women who initiate 
breastfeeding. The table below illustrates these areas and numbers (Table VI-16).  
 

Table VI-16. 
Counties with high breastfeeding initiation 

rates among WIC participants, 2004 
County Percent 
Potter 67 

Chester 63 
Lycoming & Clinton 

(Bi-County) 
61 

Warren 58 
Crawford 57 

Tioga 57 
  Source: WIC Breastfeeding Reports, 2004 

• Access to Lactation Support Services 
 
In 2004, all Pennsylvania local WIC agencies had access to either internationally board certified 
lactation consultants (IBCLC) or certified lactation consultants (CLC). Additionally, the La Leche 
League of Pennsylvania reports a strong presence throughout the State with over forty active local 
leagues.  

A likely contributing factor for the slow progress in increasing breastfeeding initiation and duration 
may be the lack of access to a hospital with Baby Friendly status. The Baby-Friendly Hospital 
Initiative (BFHI) is a global program sponsored by the World Health Organization and the United 
Nations Children’s Fund to encourage and recognize hospitals and birthing centers that offer an 
optimal level of care for lactation. The BFHI assists hospitals in giving breastfeeding mothers the 
information, confidence, and skills needed to successfully initiate and continue breastfeeding their 
babies and gives special recognition to hospitals that have done so. Currently, one hospital in 
Pennsylvania, Reading Birth and Women’s Center, has Baby Friendly status.  

• Healthy Beginnings Breastfeeding Efforts 

The Department of Health and the Department of Welfare have collaborated to develop a 
breastfeeding training program for Healthy Beginnings Plus providers and staff. The program 
consists of two parts with Part 1 (2 ½ hours) focused on how to promote breastfeeding during the 
pre-natal period. It covers basic breastfeeding techniques and identifies the social barriers to 
breastfeeding and how to address those using effective counseling principles. Part 1 is designed to 
equip staff with strategies to encourage reluctant women to breastfeed. Part 1 training is targeted to 
providers working with or rendering services to pregnant women and physician’s office staff in 
obstetric, pediatric and family practice settings. Part 2 (2 ½ hours) focuses on how to support women 
who choose to breastfeed. It describes common breastfeeding problems that are likely to occur 
during the early post-partum period and how to resolve them. An overview of breast pumps is also 
provided. Part 2 training is targeted to providers working with or rendering services to pregnant 
women and physician’s office staff in obstetric, pediatric and family practice settings.  



 

Health Systems Research, Inc. Pregnant Women and Mothers Page 112 

What Did Mothers Say About Breastfeeding? 
 

“I called my mother about the breastfeeding, the nurses didn’t tell us about this because some of us 
can’t speak English and this is a big problem. There are translators but we don’t ask.”…Reading 
(Spanish) Focus Group 
 
 “They (the hospital) had a TV channel playing 24 hours a day with lots of information; some about 
breastfeeding but nothing about babies who are formula fed”….Harrisburg Focus Group 
 
“Everyone in the hospital really stressed breastfeeding and were helpful, although they didn’t tell me 
about how to handle breastfeeding problems”…Philadelphia Focus Group 
 
“They told us breastfeeding was good, it is a way to get close to the baby. They told me how to 
position the baby and all that”….Reading (Spanish Focus Group) 
 
“I was having a problem with latching on and they (hospital staff) would send someone, sometimes it 
took a while….the nurses were really good.”….Harrisburg Focus Group 

 
 
 
C.  Central Pennsylvania Women’s Health Study* 

The following multi-year research project, while focused on several counties in Central Pennsylvania, may 
yield information and guidance for women’s health interventions applicable to all areas of the 
Commonwealth. Of special interest is the inclusion of Amish women in the study. 
 
Project Overview 

The Central Pennsylvania Women’s Health Study (CePAWHS) is a 4-year research project conducted by 
the Central Pennsylvania Center of Excellence for Research on Pregnancy Outcomes, funded by the 
Pennsylvania Department of Health. The Center of Excellence is based at The Pennsylvania State 
University and includes collaborators at Franklin and Marshall College, Lock Haven University of 
Pennsylvania, and the Family Health Council of Central Pennsylvania. 

The long-term objective of CePAWHS is to reduce disparities in adverse pregnancy outcomes, 
specifically preterm birth and low birthweight (LBW) infants, in predominantly rural Central 
Pennsylvania, by improving women’s preconceptional health. Phase I of CePAWHS consists of a survey 
of women of reproductive age residing in a 28-county region in Central Pennsylvania (see map below), for 
the purpose of estimating the prevalence of risk factors for preterm birth and LBW, identifying 
subpopulations at greatest risk, and providing a baseline for a prospective cohort study. Phase II of 
CePAWHS consists of a randomized trial of a multi-dimensional group intervention to improve women’s 
health in low-income rural communities in Central Pennsylvania. 

CePAWHS Phase I  

The purpose of this survey is to gather information on the health status, health habits, pregnancy 
history, and patterns of health care use of women in the target population and to identify the key risk 
factors for preterm birth and low birthweight in the population. The CePAWHS Phase I survey was 
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conducted in 2004 – 05 by the Penn State Survey Research Center. The target population was 
women of reproductive age residing in the 28-county Central Pennsylvania region. The survey 
consisted of three components: (1) a telephone survey, using random-digit dialing (RDD), with a 
representative sample of women ages 18-45 residing in households in the region; (2) household 
interviews with a representative sample of Old Order Amish women, who do not have home 
telephones, residing in the region; and (3) clinic interviews with a patient-series of adolescents aged 
16-17 years seeking services at family planning clinics in the region. All three components used the 
same interview, with minor adjustments for the Amish and adolescent versions. Inclusion criteria 
were female gender, age, residence in the 28-county region, and English- or Spanish-speaking.  
Exclusions included subjects needing a proxy or translator in order to respond to the questions. Both 
pregnant and non-pregnant women were eligible. The information obtained will help the 
investigators design a program that will be tested in phase 2 of the research. 

CePAWHS Phase II 

The second phase of CePAWHS (CePAWHS-2) is a special program designed to help women who 
are considering a future pregnancy to improve their health status and health habits. Using the 
findings about key risk factors from phase 1, the researchers will develop a 6-session group program 
to improve women's health literacy, teach behavior change skills, provide information about 
accessing needed health and social services, and treat abnormal vaginal flora. The program will be 
tested in a randomized trial that will include baseline and followup risk assessments on women 
receiving the program and women not receiving the program.  

The results of both CePAWHS-1 and CePAWHS-2 will be published in research journals and posted 
on the project website.  

A report describing the project activities to prepare for interviewing Amish women residing in 
Lancaster County, Pennsylvania (Berwood Yost, Christina Abbott, Jennifer Harding, and Angela 
Knittle. Among the Amish: Interviewing Unique Populations on Sensitive Topics. Public Opinion 
Pros. 2005. June) is available on the project website www.womenshealthcoe.psu.edu. 
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CePAWHS Study Area 

 

* Information about the project was obtained via personal correspondence with the project’s principal investigator Carol 
S. Weisman, Ph.D. and from the project website  (www.womenshealthcoe.psu.edu). 
 
Summary Findings and Analysis 
   
The following are highlights from the assessment findings and a brief analysis of the highlighted 
data. 

 

Mothers Outcomes 
A. Mothers use comprehensive postpartum services and ongoing comprehensive primary care 

including mental health care. 
Summary 

• Sufficient data are not available to examine whether women attend a postpartum visit. 
• No system in place that identifies pregnancy related morbidity and mortality trends and 

responds accordingly. 
Analysis 

• There is a need to identify the value of postpartum care and its ability to identify issues 
and link women to community and preventive services. 

B. Mothers use as appropriate the enabling and support services needed by them and their 
families to care for their infants and children 

 
Summary and Analysis 

• See Infant Section. 
C. Mothers have access to breastfeeding information and support as needed. 

Summary 
• Although access to breastfeeding support seems adequate, Pennsylvania still has low 

rates of breastfeeding initiation compared to the rest of the United States.  

Analysis 
• Reasons for women discontinuing breastfeeding such as social, familial and workplace 

support need to be examined and addressed.  
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CHAPTER VII 

Infants 
 

Overview 

In 2002, 142,380 infants were born in Pennsylvania with families and health care providers 
hopeful that each infant would arrive at term, of normal weight, without preventable congenital 
defects and subsequently receive appropriate screening for potential problems. The first year of 
the infant’s life is a time of rapid growth and development, and what happens during the first 
months and years of life matters a lot. It matters not because this period of development provides 
an indelible blueprint for adult well-being, but because it sets either a sturdy or a fragile stage for 
what follows (From Neurons to Neighborhoods, Institute of Medicine, 2000). 

This section of the assessment describes the health and well-being of Pennsylvania’s infants 
from birth to age 1 year.  

A. Characteristics of Births in Pennsylvania 

The 2002 birth rate (total number of births per 1,000 people) for the entire State was 11.6. In 
comparison, the U.S. birth rate was reported as 13.9 (National Vital Statistics Report, December 
2003). The number of resident live births for 2002 and the birth rate were the lowest ever 
recorded for the State since 1915, when statewide statistics were first released. The number of 
births in Pennsylvania continues to decline, with 2003 preliminary data indicating 140,660 births 
in the Commonwealth (National Vital Statistics Report, November 2004).  

Table VII-1 displays the number and percentage of births and birth rates by race and ethnicity for 
the year 2002. 

Table VII-1. 
Number and Percent of Births and Birth Rates per 1,000 Live Births by Race and 

Ethnicity, 2002 
 Number and Percent of Births Birth Rate 
All Races 142,850 11.6 
Non-Hispanic White 108,620 (76%) 10.5 
Non-Hispanic Black 19,727 (13.8%) 15.9 
Asian or Pacific Islander 4,415 (3%) 16.6 
Hispanic* 8,696 (6%) 20.9 

   Source: National Vital Statistics Reports, May 10, 2004 
  *Can be of any race 
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While the number of live births to Hispanic mothers is increasing (5,636 births in 1990 and 8,696 
in 2002), the Hispanic birth rate is decreasing from 24.3 in 1990 to 20.9 in 2002 (National Vital 
Statistics Reports, May 10, 2004). 

While these data provide a statewide view of live births for 2002, it is useful to examine data at 
county levels from a variety of perspectives. Table VII-2 displays the counties with birth rates 
above the overall State rate of births to Black, Hispanic, and Asian and Pacific Islander mothers.  

 
Table VII-2. 

Resident Live Births and Birth Rate per 1,000 Live Births by Race and Hispanic 
Origin of Mother by Counties with Birth Rates Above State Rate (11.6), 2002 

County # Live 
Births  

Birth 
Rate 
 

White Black Asian or 
Pacific 
Islander 

Hispanic* 

Berks 4,721 12.4 4,292 273 69 1,009 
Chester 5,918 13.1 5,232 347 216 446 
Dauphin 3,077 12.2 2,194 652 97 204 
Delaware 6,574 11.9 4,670 1,448 336 113 
Erie 3,372 12.0 2,904 395 47 92 
Lancaster 6,749 14.1 6,321 238 122 686 
Lehigh 3,956 12.5 3,471 190 119 851 
Montgomery 9,376 12.2 7,822 724 642 400 
Philadelphia 21,844 14.3 8,129 10,880  1,345 2,685 
York 4,578 11.8 4,231 244 51 314 

   Source: PA Department of Health Vital Statistics 2002 
   *Can be of any race 

Philadelphia County residents accounted for 21,380 live births or 15 percent of the total births 
among state residents during 2002. Just over 55 percent of all births to Black mothers in the State 
during 2002 were to residents of Philadelphia County. Philadelphia County residents also 
accounted for 1,345 or 31 percent of all births in 2002 to Asian and Pacific Islander mothers. 
Finally, the County reported 31.1 percent of all the births to Hispanic residents of the State in 
2002. 

The Allegheny, Dauphin, Delaware, and Montgomery Counties accounted for another 27.4 
percent of births to Black mothers. Allegheny County was one of four other counties that 
collectively accounted for 27.4 percent of resident births to Black mothers. The cities of 
Allentown and Bethlehem and the counties of Lancaster, Reading, and York accounted for 30.1 
percent of all the State’s Hispanic births (2002 Natality Statistics, Pennsylvania Highlights). 

1. Characteristics of Birth Place 

a. Site of Births and Birth Attendant 

A hospital was the place of birth for 138,965 or 97.3 percent of infants born in 2002. Physicians 
attended 128,044 of these births, with another 10,198 attended by a midwife. An additional 3,407 
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infants were born in a nonhospital setting, with 2,826 of these births attended by a midwife and 
276 attended by a physician. In 2000, 25 percent (36,655) of the total births were financed by 
Medicaid (MCH Update 2003 National Governor’s Association, June 2003). 

Lancaster County, with a very high Amish population, accounted for only 4.7 percent of 
Pennsylvania’s total live births in 2002 but 31.4 percent of all resident live births in the State 
delivered out of hospital. Between 30 and 40 percent of the births to residents of 9 counties were 
delivered by a midwife. These nine counties included Clinton, Huntingdon, Juniata, Lancaster, 
Mifflin, Snyder, Somerset, Union, and Warren. In 2002, 9.2 percent of all resident live births 
were delivered by a midwife, compared to 2.8 percent in 1990 and 1.8 percent in 1980 (PA 
Department of Health, Vital Statistics). 

b. Obstetrical Services Capacity 

According to the Hospital & Healthsystem Association of Pennsylvania (HAP), in 1997, there 
were 148 hospital obstetric units in the State; and as of March 2005, there were 129 units. This 
reduction reflects both closed hospitals and closed units (HAP presentation, Maternity Care 
Coalition Conference, March 8, 2005). Key informants in the Philadelphia area reported that the 
number of hospitals providing delivery services has been reduced from 19 to 10, with a loss of 
120 obstetrical beds between 1997 and 2003 in central Philadelphia. Although the number of 
births has remained stable, the closure of 2 maternity units in Philadelphia (Misericordia and 
Methodist) has caused OB/GYN occupancy rates to reach 90 percent. Further increases are 
expected due to the closure of Mercy and Parkview Hospitals (Presentation, President of the 
American College of Obstetricians and Gynecologists [ACOG], Maternity Care Coalition 
Conference, March 8, 2005).  

The effect of these closures on access to care is unclear but could impact safety and quality and 
probably varies by the region of the State in which closures occur. Areas containing many 
hospitals may be unaffected, while families living in regions with limited hospital options may 
experience problems with transportation to an appropriate delivery facility. It will be important 
to gather more information about the capacity of remaining hospitals to manage increased 
demand for delivery care adequately. 

The availability of adequate numbers of obstetrical providers is also critical to positive 
pregnancy outcomes. A study conducted by the Pennsylvania Chapter of ACOG focusing on the 
period 1999-2004 revealed that 1 in 7 ACOG fellows has stopped their obstetrical practice and 
22 percent reported decreasing the amount of high-risk OB care they provide. PA ACOG is 
planning to conduct a study to determine the number of practicing obstetricians in the State in the 
near future.  

c. Method of Delivery 

Vaginal births accounted for 75.2 percent of all resident live births in 2002. Of the vaginal 
deliveries in 2002, almost 3 percent were to women who had previously delivered by cesarean 
section. The proportion of cesarean section deliveries in 2002 was 24.8, an increase from the 
22.9 recorded in 2001 and the highest percentage recorded between 1980 and 2002. Twenty-two 
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(22) percent of first-time mothers gave birth by cesarean section delivery in 2002, with slightly 
more than 80 percent of women giving birth by cesarean with a prior cesarean delivery. The 
percentage of cesarean section deliveries rises consistently with increasing maternal age (PA 
Department of Health, Vital Statistics). 

d. Maternal Morbidity and Mortality 

Of the 142,380 live births reported in 2002, 35.5 percent (49,468 mothers) had 1 or more medical 
risk factors. For another 42.3 percent (58,935), complications of labor and/or delivery were 
reported (PA Vital Statistics 2002). Resident deaths resulting from pregnancy, childbirth, and the 
puerperium numbered 15 in 2002. Eleven of these deaths were considered maternal deaths, 
which include those that occurred within 42 days of termination of a pregnancy, irrespective of 
the duration and site of the pregnancy, from any cause related to or aggravated by the pregnancy 
or its management excluding accidental or incidental causes (2002 Mortality Statistics, 
Pennsylvania Highlights, 2002).  

e. Summary 

While births are steadily declining in Pennsylvania, some counties (e.g., Philadelphia, Lancaster, 
Chester, Lehigh) reported 2002 birth rates substantially higher than the overall State rate. 
Philadelphia County accounted for 15 percent of all births in the State, over 55 percent of all 
births to Black mothers, and 31 percent of births to Asian and Pacific Islander and Hispanic 
mothers in 2002.  

Slightly over 2 percent of births occurred in nonhospital settings. While vaginal births accounted 
for the majority of women in 2002, the proportion of cesarean section deliveries was 24.8 and 
was the highest percentage recorded between 1980 and 2002.  

We now have a picture of the resident live births in Pennsylvania that includes the number of 
births and birth rates and a description of mothers delivering these infants. Within the context of 
these findings, the discussion now turns to a review of birth outcomes. Data are presented for 
each outcome along with information about current programs and services related to the 
outcome. 

B. Infant Outcomes Examined 

Four outcomes have been selected for in-depth examination for the Pennsylvania Infant 
population. Achieving these outcomes will help to ensure that infants have the best start in life, 
enabling them to reach their full potential, and that their families are provided the support they 
need to help their infants grow and develop appropriately. 
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Table VII-3. 
Infant Outcomes 

• Infants are born at term, of normal weight, without preventable congenital defects 
and are appropriately screened for potential problems. 

• Very low birth weight or preterm babies are born in facilities equipped to care for 
them. 

• Infants are welcomed into a family, a home, and a community that is prepared to 
care for them. 

• Infants appropriately receive ongoing comprehensive preventive and primary care. 
 
 
1. Infants are born at term, of normal weight, without preventable congenital  

defects and are appropriately screened for potential problems. 

Unfortunately, not all infants are born full term, at normal weight, and without preventable 
anomalies. An increasing number of infants are born prematurely or at a low birth weight. 
Classifying births by prematurity and birth weight is useful because these characteristics often 
correspond to clinical morbidities or illnesses that affect the health of the infants and their 
subsequent growth, development, and well-being. While each of these will be described 
separately, it is useful to consider the parallel percent increases in the trends for both premature 
and low birth weights. A comparison for the years 1992 and 2002 is displayed in Table VII-4. 

 
Table VII-4. 

Percent of Pennsylvania Preterm and Low birth weight Births for 1992 and 2002 
 Preterm Births Low birth weight Births 

1992 10.3 7.2 
2002 11.4 8.2 

     Source: National Center for Health Statistics, final natality data 
     Retrieved March 16, 2005, from www.marchofdimes.com/peristats 

These are both important public health problems due to the seriousness of complications and 
long-term consequences. The March of Dimes reports that 60 percent of low birth weight infants 
are also born preterm. Compared with full-term low birth weight babies, preterm low birth 
weight birth infants are at greater risk of morbidity, mortality, and disability.  

Low birth weight is defined as a birth weight of less than 2,500 grams or 5 ½ pounds. While the 
overall Pennsylvania low birth weight rate for all races compares favorably with the overall U.S. 
rate, when outcomes are examined by racial and ethnic group, a different picture emerges. The 
percentages of low birth weight births by race and ethnicity are displayed in Table VII-5 and are 
compared with national data. 
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Table VII-5. 
Percent of Low birth weight Births for the United States and Pennsylvania by Race 

and Ethnicity of the Mother, 2000-2002 Average 
Location All Races White Black Asian or 

Pacific 
Islander 

Hispanic* 

PA 7.9 6.8 13.8 7.4 9.0 
US 7.7 6.8 13.2 7.5 6.5 

      Source: National Center for Health Statistics, final natality data 
      Retrieved March 16, 2005, from www.marchofdimes.com/peristats 
      *Can be of any race 
 
The percent of low birth weight births to Pennsylvania Hispanic mothers is higher that the 
national percentage, with Black infants also showing a percentage somewhat higher than that of 
the U.S. 

Further classification by race and ethnic group offers additional insights. Black mothers account 
for higher rates of low birth weight than other groups. 

Table VII-6. 
Live Births by Birth Weight and Race and Hispanic Origin of the Mother, 2002 

 Total Births White Black Asian or 
Pacific 

Islander 

Hispanic** 
Origin 

PA 142,380 115,585 19,659 4,333 8,620 
 # % # % # % # % # % 
Very Low 
Birth 
Weight, 
<1,500 g 

 
2,315 

 
1.6 

 
1,542 

 
1.3 

 
673 

 
3.4 

 
45 

 
1.0 

 
150 

 
1.7 

Low Birth 
Weight, 
<2,500 g 

 
11,667 

 
8.2 

 
8,279 

 
7.2 

 
2,781 

 
14.1 

 
342 

 
7.9 

 
790 

 
9.2 

2,500+ g 130,582 91.8 107,296 92.8 16,874 85.9 3,988 92.1 7,830 90.8 
      Source: PA Department of Health, Vital Stats 2002 
      **Can be of any race 
 
 
Philadelphia County, with a low birth weight rate of 11.6, and Dauphin County, with a rate of 
10.8, have rates significantly higher than the State rate of 8.2. While the rates of 46 other 
counties were not significantly higher or lower than the overall State rate, it is important to 
remember that the State rate is higher than the national low birth rate for all races and ethnic 
groups. Table VII-7 compares the State percent by race and ethnicity with rates for the State’s 
two largest cities. 
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Table VII-7. 
Low birth weight Numbers and Percentages for PA,  
Pittsburgh, Philadelphia, and Harrisburg, 2000-2002 

 PA Pittsburgh Philadelphia Harrisburg 
 # % # % # % # % 
All Races 34,268 8.0 1,223 10.6 7,236 11.2 364 13.9 
White 24,405 6.9 485 7.6 1,998 8.0 114 12.2 
Black 8,265 13.9 677 15.3 4,703 14.2 214 14.9 
Asian or 
Pacific 
Islander 

899 7.5 
 

30 6.2 304 8.0 3 DSU* 

Hispanic** 2,183 9.0 12 6.7 744 9.4 42 12.0 
   Source: PA Department of Health, Bureau of Health Statistics and Research 
   *Data statistically unreliable due to small numbers  
   ** Can be of any race 

An aspect of the definition of a healthy birth is that the infant is born “at term,” which is about 
37 weeks of gestation. Preterm birth is defined as a live birth before 37 completed weeks’ 
gestation. It is common to classify preterm births into moderately preterm (32-36 weeks) and 
very preterm (<32 weeks). These classifications are useful because they often correspond to 
clinical characteristics with morbidities or illnesses increasing with decreasing gestational age. In 
2002, 1 in 9 infants (11.4 percent of live births) was born preterm in Pennsylvania, and the rate 
of infants born preterm increased nearly 11 percent between 1992 and 2002. Table VII-8 
indicates the rate of very preterm, moderately preterm and very preterm births. 

Table VII-8. 
Distribution of Gestational Age Categories for Resident Live Births in  

Pennsylvania, 2002 
 Percent Number 
Not Preterm 88.6 125,950 
Moderately Preterm 9.4 13,393 
Very Preterm 2.0 260 

     Source: National Center for Health Statistics, final natality data 
     Retrieved March 13, 2005, from www.marchofdimes.com/peristats 

The overall increase in preterm delivery is due to an increase in the rate of moderately preterm 
births (32-36 weeks’ gestation). The rate of preterm is highest for Black infants (17.3 percent) 
followed by Hispanic infants and (12.8 percent). Compared with singletons, multiple births in 
Pennsylvania were about six times as likely to be preterm. Table VII-9 displays the rate of 
preterm births by the race and ethnicity of the mother. 
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Table VII-9. 
Percent of Preterm Births by Race and Ethnicity of Mother,  

Pennsylvania and U.S., 2000-2002 Average 
Location All Races White Black Asian or 

Pacific 
Islander 

Hispanic 

PA 11.2 10.0 17.3 9.1 12.8 
US 11.9 10.7 17.6 10.2 11.4 

     Source: National Center for Health Statistics, final natality data 
     Retrieved March 13, 2005, from www.marchofdimes.com/peristats 

Again, it is useful to understand the preterm birth picture at the county level. Table VII-10 
indicates the counties with preterm birth rates over 11.4. It should be noted that some counties 
reported small numbers of births and therefore indicate a higher-than-average preterm rate. 

Table VII-10. 
Counties with Preterm Birth Rate* over State Rate (11.4), 1999-2002 

Districts and Counties* # of Births Preterm Birth Rate 
Northwest District 
  Lawrence 1,001 11.5 
Southwest District 
  Fayette 1,477 12.2 
  Greene  383 12.2 
  Allegheny 13,469 11.9 
  Indiana 823 11.7 
  Armstrong 698 11.6 
North Central District 
  Sullivan 55 11.5 
  Snyder 439 11.4 
South Central District 
  York 4,578 12.2 
  Dauphin 3,077 11.6 
Northeast District 
  Lehigh 3,956 13.5 
  Northampton 2,844 13.5 
  Monroe 1,518 12.2 
  Carbon 610 11.9 
Southeast District 
  Philadelphia 21,380 14.5 

     Source: PA Department of Health, Vital Statistics, 2002 
     * Per 1,000 population 

**Reference the PA State Map B Districts and Counties in the Section describing infrastructure to identify all the                             
counties in the Districts identified 
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a. Birth Defects and Congenital Anomalies 

It is also important, when describing birth outcomes, to examine the incidence of infants born 
with a birth defect or congenital anomaly. A birth defect is an abnormality of structure, function, 
or body metabolism present at birth that results in physical or mental disability and may be fatal. 
The general term “birth defect” may take on a variety of meanings depending on the context in 
which it is used. “Congenital abnormality,” “congenital anomaly,” and “congenital 
malformation” are terms often used as synonyms for “birth defect.” The term congenital 
“anomalies” is used in a revised ICD-10 code definition that includes a variety of congenital 
malformations, deformities and abnormalities. 

Table VII-11. 
Resident Live Births, Reported Congenital Anomalies by Type 

Pennsylvania, 2002 
Congenital Anomalies* Number 

Total Births 142,380 
Births with Anomalies Reported 2,761 
Central Nervous System Anomalies 123 
Circulatory or Respiratory Anomalies 696 
Gastrointestinal Anomalies 143 
Urogenital Anomalies 501 
Musculoskeletal Anomalies 975 
Chromosomal Anomalies 147 
Other Anomalies 545 
Source: PA Department of Health, Vital Statistics, 2002 
*More than one type of congenital anomaly may be reported for a live birth  
 

Useful also is a review the incidence of spina bifida and other neural tube defects, as there is an 
opportunity to prevent this anomaly with the appropriate intake of folic acid by women prior to 
pregnancy. 

Table VII-12. 
Average Annual Rates and Total Numbers for Spina Bifida and Other  

Neural Tube Defects Among Deliveries by Race and Ethnicity of the Mother,  
Pennsylvania, 1998-2002 

 1998-2000 1999-2001 2000-2002 
 Rate No. Rate No. Rate No. 
Rate* of Spina Bifida 
and Other NTDs 
Among Deliveries** 

5.0 218 4.5 197 4.3 186 

White Mother 4.9 175 4.4 158 4.1 145 
Black Mother 5.9 36 5.7 34 5.5 33 
Hispanic Mother 6.0 13 6.6 15 6.2 15 

Source: Pennsylvania Department of Health, Family Health Statistics, 2004 
*Per 10,000 live births 
**Live births and fetal deaths (20+ weeks’ gestation) 
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The percent of nonpregnant women ages 18-44 who report taking daily folic acid supplements 
has increased from 40 (±4) in 1998 to 45 (±3) in 2002.  

While percentages for White and Hispanic women are similar to the average, percentages for 
Black mothers are substantially below the State average. 

b. Infant Deaths 

Infant mortality is defined as death occurring during the first year of life. The infant mortality 
rate can be an important indicator of social, political, health care delivery, and medical outcomes 
in a geographic area. Infant deaths can be further classified into neonatal (0-27 days) and 
postneonatal (28-365 days) periods.  

Neonatal mortality is typically associated with events surrounding the prenatal period and the 
delivery, whereas postneonatal deaths are more likely to be associated with conditions or events 
that arise after the delivery and may reflect environmental factors. Neonatal and postneonatal 
mortality are examined differently as the primary prevention opportunities for each period differ 
in accordance with the period in which the death occurred. For example, very-low birth weight-
related deaths can best be prevented by addressing maternal health issues and by preventing and 
treating prematurity. Neonatal deaths can best be prevented by providing optimal newborn care 
and postneonatal deaths by improving infant care.  

The following Table displays the number and rate of infant deaths in Pennsylvania for the years 
2002, 2001, and 2000. The overall infant death rate increased over this 3-year period as did the 
neonatal death rate. 

Table VII-13. 
Number and Rate* Neonatal, Postneonatal, and Infant Deaths for  

Pennsylvania Residents, 2000-2002 
Year Neonatal Deaths Postneonatal Deaths Infant Deaths 

 Number Rate Number Rate Number Rate 
2000 718 4.9 305 2.1 1,023 7.0 
2001 736 5.1 302 2.1 1,038 7.2 
2002 792 5.6 289 2.0 1,081 7.6 

Source: PA Department of Health, Vital Statistics 
*Per 1,000 live births 

It is also useful to review the deaths by racial and ethnic groups as displayed in Table VII-14. 
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Table VII-14. 
Neonatal, Postneonatal, and Infant Death Rates* for  

Pennsylvania Residents, 2000-2002 
 Neonatal Postneonatal Infant 
Year White Black Hispanic White Black Hispanic White Black Hispanic 
2000 4.1 10.4 5.6 1.6 5.4 2.8 5.7 15.8 8.4 
2001 4.5 9.6 6.5 1.6 5.3 3.1 6.1 14.9 9.6 
2002 4.8 10.2 5.8 1.6 5.0 3.2 6.4 15.2 9.0 

Source: PA Department of Health, Vital Statistics 
*Per 1,000 live births 

Causes of infant deaths varied according to the age at death. In 2002, 76 percent of neonatal 
deaths were the result of perinatal conditions and another 16.2 percent due to congenital 
malformations, deformations and chromosomal abnormalities. For post neonatal resident deaths, 
22.5 percent were the result of sudden infant death syndrome, another 15.6 percent were due to 
congenital malformations, deformations, and chromosomal abnormalities, and 7.6 percent to 
external causes (2002 Mortality Statistics, County Highlights, PA Vital Statistics). 

As reflected in the Table below, rates for Black infants and those of Hispanic origin are 
consistently higher than the rates for White infants. 

Table VII-15. 
Resident Infant Deaths, Number and Rate** by Race and Ethnicity by PA and 

Cities Reporting 45 or More Infant Deaths for the Period 1998-2002 
 All Groups White Black Hispanic 
 No. Rate No. Rate No. Rate No. Rate 
PA 5,223 7.2 3,498 5.9 1,564 15.6 339 8.9 
Allentown 87 10.2 68 9.6 18 22.7 27 8.5 
Erie 100 12.1 54 8.5 45 25.8 6 DSU* 
Lancaster 48 9.4 32 7.8 15 18.2 22 10.3 
Reading 86 10.7 67 10.0 19 19.7 48 12.3 
Philadelphia 1,202 11.1 293 6.8 839 15.0 114 8.9 
Pittsburgh 230 11.6 71 6.4 152 20.1 1 DSU* 

Source: PA Department of Health, Vital Statistics 
*Data statistically unreliable due to small numbers 
**Per 1,000 live births 

The rate for each of these municipalities was higher than the State as a whole, and while the 
numbers are relatively small for some population groups, the individual rates are consistently 
higher than that of the State as a whole.  

The rate for Black infants is particularly high for each of the cities. It is important to understand 
the cause of these deaths and then to examine opportunities to develop policies and interventions 
to prevent the deaths, including ways to support parents in their childrearing roles.  
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c. County Summary Maps of Preterm and Low birth Weight Births 

County-level data are displayed in the following series of maps and are presented by a 
standardized measure of how much the county-level data differ from the mean (or average) of 
data from all counties. This standardized measure is known as the standard deviation. Therefore, 
counties with a very high rate of low birth weight births are identified as 2 plus standard 
deviations from the mean of the rates of low birth weight births for all counties. Counties with a 
high rate of low birth weights have a standard deviation of 1-2 from the mean of the rates for all 
counties. Counties with average or lower rates of low birth weight births are those within 
standard deviations of 1 or less from the mean of all counties. A similar map is presented 
displaying rates of preterm birth. 
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The following map displays counties by their numbers of poor birth outcome indicators. 
Indicators include the incidence of some degree higher than the State average for the following 
birth outcomes: infant mortality, premature and low birth weight rates, and births with 
complications.  
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d. Fetal and Infant Deaths 

Although the focus of this section is on infants, the problem of fetal deaths must also be 
considered since fetal deaths account for a large proportion of pregnancy losses. A fetal death is 
defined as an involuntary pregnancy loss in which the fetus showed no evidence of life on 
delivery.  

 
Table VII-16. 

Fetal Death Rates* by Race and Ethnicity of the Mother, 2000-2002 
Race or Ethnicity 
of the Mother 

2000 2001 2002 

White 6.3 5.4 5.0 
Black 12.7 12.5 11.2 
Asian 6.6 4.7 4.8 

Hispanic 7.8 7.2 8.7 
Source: PA Department of Health, Vital Statistics, Family Health Statistics, 2002 
*Fetal deaths of 20+ weeks gestation per 1,000 live births 

Data that not only identify the number and timing of fetal deaths but that also describe the life 
style and medical risk factors of the pregnant women experiencing a fetal death are important to 
an understanding of this public health problem and how to address it. According to the CDC’s 
Morbidity and Mortality Weekly Report, June 24, 2004, fetal deaths at under 20 weeks’ gestation 
account for 49 percent of all deaths that occur between the 20th week of pregnancy and the 1st 
year of life. One of the 2010 health objectives is to reduce deaths among fetuses of 20 weeks’ 
gestation or less to 4.1 deaths per 1,000 live births for all racial and ethnic population groups.  

Major categories of infant deaths are listed in the following table. Conditions originating in the 
perinatal period include maternal conditions that affect the newborn and problems associated 
with labor and delivery. Disorders related to gestation and fetal malformations include low birth 
weight, premature delivery, and respiratory conditions. 

Table VII-17. 
Major Categories of Resident Infant Deaths by Cause, 2002 

Cause Number Rate* 
All Causes 1,081 7.6 
Certain Conditions Originating in the Perinatal 
Period  

627 4.4 

Disorders Related to Length of Gestation and 
Fetal Malnutrition 

241 1.7 

Congenital Malformations, Deformations, and 
Chromosomal Abnormalities 

173 1.2 

SIDS 73 0.5 
Source: PA Department of Health Vital Statistics 2002 
*Per 1,000 live births 
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Congenital malformations accounted for 73 infant deaths in 2002, and these can include spina 
bifida or malformation of various organs. Table VII-18 displays data about infant deaths due to 
birth defects by year and by the race and ethnicity of the infant. 

Table VII-18. 
Rates* and Numbers of Infant Deaths Due to Birth Defects, by Race and 

Ethnicity, Pennsylvania 2000-2002 and U.S. 2001 
Pennsylvania U.S.  

2000 2001 2002 2001 
 No. Rate No. Rate No. Rate  
PA rate for infant 
deaths due to 
birth defects 

200 1.4 187 1.3 173 1.2 1.4 

White 163 1.4 148 1.3 140 1.2 1.3 
Black 32 1.6 32 1.6 29 1.5 1.6 
Hispanic 12 1.6 12 1.5 15 1.7 1.5 
Asian or Pacific 
Islander 

4 DSU** 5 DSU 1 DSU 1.1 

Source: PA Department of Health, Vital Statistics, 2002 
*Per 1,000 live births 
** Data statistically unreliable due to small numbers 

While the overall Pennsylvania rate for infant deaths due to birth defects is less than the national 
rate, and the State rates by population groups are similar to the national rates of population 
groups, all rates are far in excess of the Healthy People 2010 rate of 1.1. It should be noted that 
the rates for Black and Hispanic infants are consistently higher than the rates for White infants. 

Having described the status of infant births and deaths in Pennsylvania, the following is a 
description of what is being done to promote healthy births and healthy infants in the 
Commonwealth. A number of initiatives are in place in the State, with some sponsored by the 
Title V Agency, others implemented via collaboration among State agencies, and others 
sponsored by the private sector. 

 i) Newborn Screening 

Important to an assessment of the maternal and child health (MCH) outcome related to infant 
health is the screening of newborns for metabolic conditions and hearing impairment. 

 ii) Metabolic Screening 

The newborn screening program (NBS) is housed with the Division of Newborn Disease 
Prevention and Identification in the Bureau of Family Health (BFH). Pennsylvania law mandates 
that all infants born in the Commonwealth are screened for six genetic conditions. A family can 
refuse screening due to religious reasons. Mandated conditions include:  

• Congenital Adrenal Hyperplasia (CAH) 



 

Health Systems Research, Inc. Infants Page 130 

• Congenital Hypothyroidism (CH)  

• Galactosemia 

• Maple Sugar Urine Disease (MSUD) 

• Phenylketonuria (PKU) 

• Sickle Cell Hemoglobinopathies. 

Supplemental screening may be offered by the delivery hospital with the permission of the 
parents. For the 6 mandated conditions, hospitals and heath care providers collect blood 
specimens on filter paper at approximately 48 hours of age and send them to a State-licensed 
laboratory. The results sent to the NBS program are entered into an NBS database which daily 
generates letters to parents of newborns with abnormal results. A letter is also sent to the 
newborn’s primary care physician and to the hospital of the midwife who submitted the 
specimen. The NBS program conducts follow-up on newborns with abnormal findings by 
contacting a pediatric endocrinologist and treatment center with the results. The treatment center 
must see the infant within 4 days, and the NBS program continues follow-up until a diagnosis is 
made.  

NBS is conducted with State funds and includes four treatment centers supported with a 
combination of Title V and State funds. Each of the treatment centers specializes in one or more 
disorders, including PKU, MSUD, and galactosemia. While there are no centers focused on CAH 
and CH, the NBS assists families with positive results in locating an appropriate endocrinologist. 
The NBS Program provides services that can include formula and care plans. The program 
manages a metabolic formula distribution system to ensure that all eligible persons receive the 
appropriate dietary supplement. The Department’s Newborn Screening Program has an 
agreement with the Department of Public Welfare’s Medical Assistance Program for the 
reimbursement of newborn screening services for medical-assistance-eligible patients. 

Act 172 was passed in late December 2003, authorizing health care facilities to choose one of 
two certified laboratories for testing. Technically, the University of Massachusetts holds the 
State contract to perform screening, but other laboratories may also perform screening if 
approved by the Health Department. It is the decision of the hospital or midwife to determine the 
laboratory to which the specimen will be sent.  

According to key informants, several problems have resulted from the use of multiple 
laboratories. These problems include the use of different cutoff points to differentiate normal 
from abnormal results and confusion at the hospital and provider levels as to where to send the 
specimens. In addition, the NBS program has two separate data systems to manage the results 
from the two laboratories, and these systems are unable to interact. The NBS is currently 
working to merge the two systems. The BFH had initiated work on a centralized, Web-based 
reporting and follow-up tracking system to fulfill the needs of both the newborn screening and 
the newborn hearing screening programs. However, this was delayed due to the statutory change 
allowing multiple laboratories to receive specimens 
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Education of providers is an important component of the NBS Program; however, outreach and 
training efforts are limited due to staffing shortages in the program. Outreach and education 
priorities are first to reach out to the hospitals to assure that specimens are being collected and 
managed correctly and then to provide similar training to midwives who are performing out-of-
hospital deliveries.  

The program has organized a newborn screening advisory committee comprised of a variety of 
stakeholders that includes both providers and families. The group meets quarterly and is 
considering recommending expanding the screening to include a panel of 29 conditions as 
recommended by the national March of Dimes.  

Preliminary data for 2004 (Communication with NBS Program staff) indicates that: 

• 143,414 initial screenings were conducted 

• 179 cases were diagnosed 

• Diagnosed cases included: 

 Congenital hypothyroidism 63 

 Hemoglobinopathies 54 

 Galactosemia 38 

 PKU 9. 

The 2003 screening data are not available for comparison with the total number of births in the 
State, and 2004 birth data are not yet available. Therefore, the percentage of infants born 
compared with those screened in 2004 is not available.  

 iii) Newborn Hearing Screening 

The newborn hearing screening program includes both screening and follow-up services and is 
housed with the Division of Newborn Disease Prevention and Identification in the Bureau of 
Family Health. The objectives of the program are to screen by one month of age, diagnose by 3 
months of age, and enroll the child into the early intervention program by 6 months of age. 
Recent data indicate that the average time from birth to diagnosis is 3.2 months and the average 
time from birth to early intervention is 5.1 months.  

The program links identified infants with a hearing loss to appropriate services. Hospitals submit 
patient data to the Department to ensure that all newborns are screened within 30 days and 
diagnosed within 3 months and receive prescribed treatment or early intervention services by the 
time they are 6 months old. The Department conducts active follow-up activities to assure that 
infants not passing initial screening receive follow-up treatment and linkage to the Early 
Intervention Program. 

In calendar year 2003 (Early Intervention Annual Report 2003-3004): 



 

Health Systems Research, Inc. Infants Page 132 

• 98.4 percent of hospital births received newborn hearing screening 

• 93 percent of the newborns screened passed the initial screening, while 7 percent 
did not and required follow-up screening 

• 88 percent of infants needing follow-up rescreening received it, and 85 percent of 
these newborns passed the rescreening 

• 15 percent of these infants did not pass the re-screening and required a diagnostic 
evaluation and/or further monitoring 

• Approximately 0.9 percent of newborns screened did no pass either the initial 
screening or the follow-up rescreening, requiring a diagnostic audiological 
evaluation  

• Approximately 0.2 percent of parents with infants born in hospital refused 
screening. 

The program’s nursing consultants followed a total of 2,746 infants referred to the State newborn 
hearing program who did not pass hearing screenings. Seventy-two (72) percent on newborns 
were followed to conclusion, and approximately 28 percent were lost to follow-up. Of these, 572 
were unreachable from the outset, and the parents of 186 infants could not be persuaded to 
follow up with subsequent assessment steps. A total of 151 infants were diagnosed with some 
form of hearing gloss as a direct result of early screening and follow-up. One hundred seven 
(107) of these infants were confirmed as having been linked with early intervention services. 
NBS program staff are unable, however, to provide direct follow-up with the early intervention 
program due to privacy issues and must rely on contacts with families and providers to ascertain 
links with early intervention. 

Forty-seven (47) infants with mild or conductive hearing loss were being treated and/or 
monitored by their primary care providers  

To assure that infants not born in hospital are screened, the program has established screening 
networks in areas with a high number of infants born out of hospital. Many of these areas have 
high concentrations of Amish. Ten (10) areas have been identified and 5 screening networks 
established thus far. The networks are comprised of midwives who will use portable screening 
units and expect to screen about 50 percent of infants born out of hospital. The midwives are 
trained in the use of the equipment and sign an agreement with the State NBS program to 
conduct screens and report findings to the program. Currently, the program estimates that about 
18-20 percent of these infants are being screened.  

 iv) Genetic Screening Services 

A year-long birth defect surveillance system supported by Title V was piloted in five counties. 
The pilot program involved the matching of birth records with hospital discharge records by the 
Bureau of Epidemiology to identify children with congenital anomalies. As a result, 8,962 
children with birth defects were identified. These children are in addition to the 8,414 identified 
through birth records review. A subset of the parents of the children were then contacted, given 
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information about resources, and invited to consent to follow-up by a public health nurse. Of the 
76 responses, 45 of the children required follow-up. The pilot has been expanded for another 
year to permit additional collection of data.  

2. Very low birth weight or preterm babies are born in facilities equipped to care for 
 them. 

It is important to understand the progress the State is making to assure that very low birth weight 
infants are born in hospitals best able to care for them. The availability of neonatal intensive care 
is known to improve outcomes for high-risk infants, including those born preterm or with serious 
medical or surgical conditions. 

The concept of regionalized perinatal care was articulated in the 1976 March of Dimes report 
Toward Improving the Outcome of Pregnancy and endorsed in ACOG guidelines. The March of 
Dimes report included criteria that stratified maternal and neonatal care into three levels of 
complexity and recommended referral of high-risk patients to centers with the personnel and 
resources needed for their degree of risk and severity of illness.  

The establishment of uniform definitions of levels of care offers many advantages that may 
improve infant outcomes and provide the basis for policy decisions that affect allocation of 
resources. Standard definitions permit policy and program comparisons, help consumers to 
understand health care options, and, most importantly, facilitate the development and 
implementation of consistent standards of service provided at each level. The following are 
definitions of levels of neonatal intensive care recommended by the American Academy of 
Pediatrics. 

• Level I (basic): a hospital nursery organized with the personnel and equipment to 
evaluate and provide postnatal care of healthy newborn infants, stabilize and 
provide care for infants born at 35-37 weeks’ gestation who remain stable, and 
stabilize infants ill or born at less that 35 weeks’ gestation until transfer to a 
facility that can provide the appropriate level of care 

• Level II (specialty): a hospital special care nursery organized with the personnel 
and equipment to provide care to infants born at more than 32 weeks’ gestation 
and weighing more than 1,500 grams who have physiologic immaturity or are 
moderately ill with problems that are expected to resolve rapidly 

•       Level III (subspecialty): a hospital NICU organized with the personnel and 
equipment to provide continuous life support and comprehensive care for 
extremely high-risk newborns and those with complex and critical illnesses 

In Pennsylvania, the number of very low birth weight infants born in a Level III facility has 
continued to increase, from 69 percent of births in 1998 to almost 76 percent in 2002. However, 
this rate is well below the Healthy People 2010 goal of 90 percent. 
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Table VII-19. 
Very Low birth weight Infants* Born at Level III Hospitals, Numbers and 

Percentages for Pennsylvania Occurrences, 1998-2002 
Year 1998 1999 2000 2001 2002 
Very Low birth weight 
Infants* Born at Level III 
Hospitals (Total Occurrences) 

1,571 
 

(69%) 

1,686 
 

(71.7%) 

1,647 
 

(72.8%) 

1,639 
 

(74.2) 

1,807 
 

(75.8%) 
Source: Department of Health, Family Health Statistics 
*Less than 1,500 grams 

 Most studies that link neonatal outcomes with levels of perinatal care indicate that morbidity and 
mortality for very low-weight infants are improved when delivery occurs in a subspecialty 
facility rather than a basic facility. Since transfer of the infant can negatively impact neonatal 
outcomes, it is important, to the extent possible that high-risk infants are delivered in a facility 
capable of providing the anticipated appropriate level of NICU care (Committee on Fetus and 
Newborn, Policy Statement: Levels of Neonatal Care, Pediatrics, November 2004). 

 The availability of hospitals to recruit and retain qualified medical providers, including 
neonatologists, in northern areas of the State outside the Health Choices area was identified as a 
potential problem. A Department of Public Welfare regulation caps payment to physicians at 
$1,000 for any 1 hospitalization of a patient. An infant may be a NICU patient for weeks or 
months, but the attending neonatologist can bill only up to $1,000, which may represent only a 
few days of care. While a group practice with multiple practitioners could financially manage 
this, a solo or small group practice could not. This can have a dampening affect on the ability of 
a hospital to support medical specialists such as neonatologists.  

In May 2001, the BFH contracted with the National Perinatal Information Center (NPIC) to 
conduct a baseline study on the regionalization of perinatal care in Pennsylvania. The study 
focused on learning more about the match between the risk of the mother and/or infants with a 
facility that has the ability to manage their care adequately. At that time, hospitals in the State 
were self-designated and used the AAP/ACOG Perinatal Guidelines for Levels I, II and III 
hospitals. Twenty-four (24) Level III hospitals and 30 Level II were identified. The primary 
methodology used for the study was the fielding of the NPIC’s perinatal high-risk survey to 135 
hospitals. Recommendations from the study include the following: 

• Tailor perinatal regions to the perinatal market for perinatal care. 

• Initiate more consistent State reviews of the perinatal hospitals level of care. 

• Routinely monitor perinatal outcomes for all hospitals by level of care, by region, 
and across hospitals. 

• Link hospital discharge data and vital statistics data to improve monitoring 
approach cited above. 

• Address access issues to insure that the provision of high-risk care is consistently 
available across rural and urban areas. 

• Identify appropriateness of high-risk resource utilization across all regions. 
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Given the recent changes in the perinatal landscape in Pennsylvania, it appears that a review of 
these issues would be timely and appropriate. In addition, since the NPIC provided the BFH with 
the software needed to conduct ongoing activities to assess the perinatal capacity environment, 
the Bureau is well positioned to take on this activity perhaps in partnership with the BFH Family 
Health Council. 

3. Infants are welcomed into a family, a home, and a community that is  
prepared to care for them. 

Families are reconfigured at the birth of their first child and readjust as a family unit with each 
succeeding birth. Parents and other family members are the most important people in the lives of 
infants and have the primary responsibility for guiding their children to healthy, productive, and 
satisfying adulthood. In this most important of all roles, families need access to an array of 
community resources to nurture their infants in a loving, safe, and secure environment. In short, 
parents need to provide a roof over the heads of their families, put food on the table, and get their 
young children ready for life. 

A previous section of this report contains a detailed description of family security needs. A 
family prepared to welcome an infant is one that is economically secure, has access to adequate 
housing and food, and can obtain health care for all its members. Family security is tied to the 
ability of the community to provide employment that offers families a living wage, housing stock 
that is safe and affordable, access to nutritious food, and a health care system that is responsive 
to the needs of families. In addition, families need access to systems and services in their 
community that can provide them with information, education, and support to sustain the family 
unit and promote the health and well-being of its members.  

Therefore economic, housing, food, and health care access security are all factors that directly 
impact health status and must be a part of every discussion about maternal, child, and family 
health. 

The following are examples of programs in the Commonwealth that, while focused on the health 
of infants and their families, also recognize the centrality of economic, housing, food, and health 
care access security to the achievement of desired health and wellness outcomes. Additional 
programs focusing on other family support issues are described in the Family Outcomes section 
of the report. While all of these programs are providing families with important services, it is 
also useful to think of them as platforms for the provision of additional services that can further 
strengthen Pennsylvania’s families.  

a. Federal Healthy Start Projects in Pennsylvania 

In 1991, the Health Resources and Services Administration of the U.S. Department of Health and 
Human Services funded 15 urban and rural sites in communities with infant mortality rates that 
were 1.5-2.5 times the national average to begin the national Healthy Start Initiative. Major 
objectives of the Healthy Start initiative include reducing infant mortality, eliminating health 
disparities, and improving perinatal services. The focus is on achieving healthy births and 
assuring the health of infants and their mothers.  
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The Philadelphia and Allegheny County Health Departments were in the original group of 
recipients of a Healthy Start Award. Since that time additional Healthy Start Initiatives have 
been awarded in Pennsylvania and there are now five projects in the State. Using a community-
based approach and partnering with other MCH stakeholders in the community, Healthy Start 
projects promote MCH health via early and adequate prenatal care, access to comprehensive 
health and health related services, family support, and family and community education. The 
following is a brief description of these projects. 

• Pittsburgh/Allegheny County Healthy Start and Fayette County/Pittsburgh 
Healthy Start. These two projects are managed by the same Board of Directors 
and currently have the same Executive Director. The primary project area is 36 
square miles encompassing six service areas including 55 Pittsburgh 
neighborhoods and four municipalities in Allegheny County. Racial minorities, 
principally African American, comprise nearly half of the population within its 
catchment area. The project uses a community-based model, and central to this 
approach are the multidisciplinary core teams who provide personalized case 
management holistic intervention. The following Tables describe selected 2003 
data for the Healthy Start projects. 

Table VII-20. 
Pittsburgh/Allegheny and Fayette County  

Healthy Start Projects, 2003 
Total Number of Families Served 898 
Race and Ethnicity of Participants: 

• African American 
• Latino 
• White 
• Other 

 
84% 

- 
13% 
3% 

Outcomes: 
Percent Began Prenatal Care in 1st Trimester 87% 
Percent of Infants Born at Normal Weight 83% 
Percent of 1-year-old Infants with Appropriate Pediatric 
Care and Immunizations 

77% 

  Source: Healthy Start Project Staff 2005 
 

• Philadelphia Healthy Start. The initial Healthy Start Project focused on West 
and Southwest Philadelphia, and in 2001, the project added to its existing array of 
services an additional emphasis on perinatal depression and interconception care. 
Healthy Start services include prenatal care, preventive health care and education, 
referrals, and case management. Services may be provided via home visitation. 
The majority (74 percent) of the residents of this area are Black or African 
American. Beginning in 1999, Healthy Start was extended to include the lower 
North Central area of Philadelphia in its catchment area. This project is conducted 
via a subcontract with Thomas Jefferson University. The North Philadelphia 
Alliance, a local coalition of families, providers, and community groups, also 
provides support to the project. The majority (81.5 percent) of residents of this 
area are Black or African American. 
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Table VII-21. 
Philadelphia Healthy Start Project, 2003 

Total Number of Families Served 838 
Race and Ethnicity of Participants: 

• African American 
• Latino 
• White 
• Asian  
• Other 

 
596 
8 
11 
62 
8 

Outcomes: 
Percent Began Prenatal Care in 1st Trimester 23% 
Percent of Infants Born at Healthy Birth Weight 82% 
Percent of 1-year-old Infants with Appropriate      
Pediatric Care and Immunizations 

NA 

 Source: Healthy Start Project Staff 2005 
 
• Maternal and Child Health Consortium (MCHC), Healthy Start for Chester 

County Project. The project provides outreach, case management, resource 
linkages, depression screening, tobacco prevention and cessation services, 
transportation, and medical interpretation at five community sites in Chester 
County. At the core of the program are family health advocates who are residents 
of the county and provide culturally appropriate links between pregnant and 
parenting women and the health and human services system. Home visitation is 
used by the family advocates as a mechanism used to provide health information 
and to facilitate health promotion.  

Table VII-22. 
MCHC Healthy Start Project, 2003 

Total Number of Families Served 519 
Race and Ethnicity of Participants: 

• African American 
• Latino 
• White (non-Hispanic) 
• Other 

 
92 
311 
109 
5 

Outcomes: 
Percent Began Prenatal Care in 1st Trimester 72% 
Percent of Infants Born at Healthy Birth Weight 94% 
Percent of 1-year-old Infants with Appropriate      
Pediatric Care and Immunizations 

90% 

                      Source: Healthy Start Project Staff 2005 
 

• Chester-Keystone Healthy Start. The project serves the City of Chester and nine 
other contiguous communities. The project has three primary goals that include 
the development of a seamless network of perinatal and social services; the 
improvement of MCH outcomes by increasing access to services through 
outreach, education, and care coordination; and the enhancement of the role of 
project participants in their own care. Primary activities focus on identifying 
underserved pregnant women and linking them to appropriate services based on 
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their level of risk for poor pregnancy outcomes. Central to the project is the 
provision of culturally competent case management and care coordination. 

Table VII-23. 
Chester-Keystone Healthy Start Project, 2003 

Total Number of Families Served 193 
Race and Ethnicity of Participants: 

• African American 
• Latino 
• White 
• Other 

 
171 
 20 
   0 
   2 

Outcomes: 
Percent Began Prenatal Care in 1st Trimester 46.9% 
Percent of Infants Born at Healthy Birth Weight 85.9% 
Percent of 1-year-old Infants with Appropriate      
Pediatric Care and Immunizations 

88% 

  Source: Healthy Start Project Staff 2005 

b. Nurse-Family Partnerships 

The nurse-family partnership represents a highly refined approach to the long-established service 
strategy of home visiting. Goals of the program include improvements in pregnancy outcomes, 
improvements in infant and child health and development, and promotion of economic self-
sufficiency. The program is targeted to low-income, first-time mothers. Nurses begin making 
home visits during pregnancy and continue through the first 2 years of the child’s life. The 
program is conducted by an organization known in the community for being a successful 
provider of services to low-income families. Program staff use the Clinical Information System 
that has been designed to manage service delivery. The program has identified outcome 
standards to monitor and evaluate the program. There are 23 agencies in Pennsylvania 
sponsoring Nurse-Family Partnership Programs in the following municipalities. 
 

Table VII-24. 
PA Municipalities with Agencies Sponsoring a Nurse-Family Partnership Program 

Counties and Cities: Columbia, Montour, Northumberland and Eastern Luzerne Lycoming 
Allegheny/Pittsburgh Harrisburg/Dauphin Monroe 
Allentown Erie County/City Montgomery  

Berks/Reading Fayette  Northampton 
County/Easton 

Blair and Huntingdon  Lackawanna and Wayne North Philadelphia 
Chester Lancaster Schuylkill 
Clearfield Lawrence 
Elk Lehigh, Western Northampton, and Southern Carbon 

County/Bethlehem 
Jefferson Luzerne and Wyoming 

York 

     Source: The National Center for Children, Families and Communities, Evaluation Report, 2003 

The National Center for Children, Families and Communities conducted an evaluation of the 
Pennsylvania programs covering the period from the inception of the program through June 
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2003. The evaluation reported that the median age of participants is 18 years with a median of 11 
years of education. Ninety-two (92) percent of participants are unmarried and 67 percent are 
unemployed. Participants were 51 percent non-Hispanic White, 22 percent non-Hispanic African 
American or Black, 20 percent Hispanic, and 7 percent of other racial or ethnic groups. Fifty-
four (54) percent of participants were enrolled in Medicaid. Participants received an average of 9 
home visits during the course of their pregnancies and an average of 13 visits during infancy. 
During the 18 months of toddlerhood, participants received an average of four visits. 

 
Rates of preterm and low birth weight births are reported as decreased for program participants. 
In addition, 55 percent of participants initiated breastfeeding following birth, and 16 percent 
continued to breastfeed at 6 months.  

 
The Nurse Family Partnership initiative was cited in the Governor’s 2005-06 Budget Briefing as 
part of the Department’s renewed approach to the child welfare budget, which is focused on 
prevention.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

What Did Parents Say About Parenting Support? 
 
“You just need someone to talk to – I have my family but they can criticize and be judgmental, I want 
someone to listen and understand and give me advice”…Harrisburg Focus Group 
 
“Need classes for couples on how to take of a baby…my husband said he was embarrassed because he 
put on her diaper wrong, nobody is born knowing how to take care of a baby, and group discussions 
are good because you learn to do things”…Reading (Spanish) Focus Group 
 
“We need programs that are consistent, you hear about programs starting up and before you know it, 
they are gone”…Wilkes-Barre 

What Did Parents Say About Finding Services? 
 
“Maybe when you get out of the hospital, you’re doing all the discharge paper work, they give you a 
packet of up-to-date info about where to find services”…Harrisburg Focus Group 
 
“The Welfare Office sends me stuff about services, but I usually just throw them out”…Pittsburgh Focus 
Group 
 
“Need more Hispanic people to provide information, if you are a certain person (Hispanic) or 
undocumented, they will not take care of you”…Reading (Spanish) Focus Group 
 

What Did Parents Say About What They Need? 
 

“I wish they (in the hospital) had told me more about how to take care of myself after the baby was 
born”…Reading (Spanish) 
 
“I liked the materials but I would rather have someone talk with me”…Philadelphia Focus Group 
 
“If I have questions (about the baby) they answer them, I would like to talk about the stress of being a 
new parent but they (pediatrician’s office) are just so busy it drives me nuts”…Harrisburg 
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4. Infants appropriately receive ongoing comprehensive preventive and  
primary care.  

The primary strategy to assess this outcome is with data from the health insurance programs in 
which infants are enrolled. Infants may be enrolled in the Medicaid or State Children’s Health 
Insurance Programs (SCHIPs) or in a private health insurance plan. Data about care for 
uninsured infants is not available, nor is data by age of child, for the SCHIP program.  

In calendar year 2003, 35,030 children under age 1 year were enrolled in the Medicaid Program 
compared with 33,097 children in the previous year. Children under age 1 year accounted for 4.5 
percent of all children from birth to age 17 years enrolled in the program in 2003. 

The Early and Periodic Screening, Diagnostic, and Treatment (EPSDT) Program is Medicaid’s 
comprehensive and preventive child health program for individuals under the age of 21. ESPDT 
was defined by law as part of the Omnibus Budget and Reconciliation Act of 1989. In addition, 
section 1905(R)(5) of the Social Security Act requires that any medically necessary health care 
services listed in the Act be provided to an EPSDT recipient even if the service is not available 
under the State’s Medicaid Plan to the rest of the population. 

The purpose of the program is to meet the health needs of children through the conduct of initial 
and periodic health examinations and evaluations and to assure that the health problems found 
are diagnosed and treated early, before they become more complex. EPSDT then covers 
medically necessary diagnostic and treatment services to address conditions or illnesses 
identified via the screening activities. 

Pennsylvania families are advised to follow the following EPSDT schedule: 

• After birth, before leaving the hospital, your child should have a checkup by their 
doctor. The doctor will decide if they should have any other tests or exams, like a 
hearing or vision test.  

• Before your child is 1 month old, your child should have a checkup by their 
doctor. The doctor will decide if they should have any other tests or exams, like a 
hearing or vision test.  

• Between 2-3 months old, your child should have a checkup by their doctor. The 
doctor will decide if they should have any other tests or exams, like a hearing or 
vision test.  

• Between 4-5 months old, your child should have a checkup by their doctor. The 
doctor will decide if they should have any other tests or exams, like a hearing or 
vision test.  

• Between 6-8 months old, your child should have a checkup by their doctor. The 
doctor will decide if they should have any other tests or exams, like a hearing or 
vision test.  
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• Between 9 -11 months old, your child should have a checkup, anemia test, and 
blood lead test from their doctor. The doctor will decide if they should have any 
other tests or exams, like a hearing or vision test.  

• At 12 months old (1 year), your child should have a checkup by their doctor. The 
doctor will decide if they should have any other tests or exams, like a hearing or 
vision test.  

These checkups should include a comprehensive health and developmental history, a 
developmental assessment, a comprehensive unclothed physical examination, appropriate 
immunizations, laboratory tests appropriate for age and risk factors, and health education and 
anticipatory guidance for the infant’s parents or caretakers. 

Table VII-25 displays the number of infants (under one year of age) enrolled in the Pennsylvania 
EPSDT Program and utilization data as reported in the CMS Form 416 for FY 2002 and FY 
1998. 

Table VII-25. 
Annual EPSDT Participation, FY 1998 and FY 2002, of  

Eligible Children Under 1 Year of Age 
 FY 1998 FY 2002 
Total Individuals Eligible for EPSDT 79,707 46,544 
Expected Number of Screenings per Eligible 291,933 107,024 
Total Screens Received 131,702 82,549 
Total Eligibles Who Should Receive at Least One Initial 
or Periodic Screen 

79,707 46,544 

Total Eligibles Receiving at Least One Initial or Periodic 
Screen 

52,532 (66%) 34,635 (74%) 

Total Eligibles Referred for Corrective Treatment 4,412 2,741 
Total Eligibles Enrolled in Managed Care NA 41,611 
Total Number of Screening Blood Test for Lead NA 2,292 

     Source: CMS, EPDST annual participation reports, FY 2002 and 1998 

Sixty-six (66) percent of the total eligible infants received at least 1 screen in 1998, and this 
increased to 74 percent in 2002. Only 6 percent of the infants screened are reported as being 
referred for corrective action. Some other States report high numbers of infants referred, while 
other States indicate that no infants were referred. Clarity about the referral for corrective 
treatment is important to an understanding of the types of referrals and the monitoring of follow-
up care. 

Each State is required to set its own periodicity schedules for screens, dental, vision, and hearing 
screening that meet reasonable standards of medical practice. While the Pennsylvania Office of 
Medical Assistance Programs has identified the schedule of EPSDT screenings, no 
recommendation is made for EPSDT (or other infant health programs) of the specific health 
supervision guidelines to be used. The Pennsylvania Chapter of the American Academy of 
Pediatrics (PAAP) recommends that pediatric practitioners continue to use the AAP Health 
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supervision guidelines while the national chapter works on revisions of the Bright Futures 
Guidelines.  

Medical Home 

The Federal Maternal Child Health Bureau, along with the American Academy of Pediatrics, 
fosters the concept of a “medical home” for all children to promote continuous and 
comprehensive health care for infants and children. 

A medical home is not a place but rather an approach to providing health services in a high-
quality and cost-effective manner. A medical home is defined as primary care that is accessible, 
continuous, comprehensive, family-centered, coordinated, compassionate, and culturally 
effective.  
 
In a medical home, a pediatric clinician works in partnership with the family and patient to 
assure that all of the medical and nonmedical needs of the patient are met. Through this 
partnership, the pediatric clinician can help the family and patient access and coordinate 
specialty care, educational services, out-of-home care, family support, and other public and 
private community services that are important to the overall health of the child or youth and 
family. 

While the State MCH Agency and AAP are collaborating on the promotion of medial homes for 
CSHCN, there are no initiatives focused on the promotion of medial homes for children without 
special needs. It is assumed that the focus on the medical home for CSHCN will also have the 
affect of promoting medical homes for typical children.  

Participating providers in the HealthChoices Program are required to act as a medical home for 
enrollees. Over 89 percent of the children eligible for EPSDT are enrolled in a Managed Care 
System. In a survey of users of the HealthChoices Program, 95 percent of respondents reported 
that their children saw their doctor 3 or more times before turning 15 months old (HealthChoices 
Consumer Guide 2003). 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

What Did Parents Say About Pediatric Care? 
 
“At the doctor’s we get stapled paperwork about what you kid should be doing at this age, 
immunizations, eating, what you should be doing with them and things like that”…Harrisburg 
Focus Group 
 
“We go for regular care, you known check-ups and baby shots”…Pittsburgh Focus Group 
 
“I like my pediatrician and think we get good care, but I would like more information about the 
baby’s development and what to expect and wish he would tell me what he is doing during the 
baby’s checkup”…Philadelphia Focus Group 
 
“It was really hard for me to find a doctor, I had to have an appointment before I left the hospital, 
but nobody was taking new patients, so the doctor who delivered her said he would take her until 
I could find somebody else”…Harrisburg Focus Group
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Summary Findings and Analysis   
 
The following are highlights from the assessment findings and a brief analysis of the highlighted 
data. 
 

Infant Outcomes 
Infant Outcome A: Infants are born at term, of normal weight, without preventable 
congenital defects and are appropriately screened for potential problems. 

 
Summary 

• Philadelphia County accounts for a significant portion of births in the state and 
reports high rates of resident live births for racial and ethnic minority groups. 

• The state as a whole has a preterm rate of 11.4 with 20 counties report rates of 11.4 or 
more. The State preterm rate is higher for Black and Hispanic infants.  

• The low-birth-weigh rate for Pennsylvania (8.2) is higher than the national rate (7.8), 
and the State rates for every racial and ethnic group are higher than the national rates 
for the same racial and ethnic groups.  

• Black infants had substantially over all higher infant deaths rates and rates higher 
than other racial ethnic groups in both the neonatal and postneonatal periods. 

• Over a 3-year period, Black women had significantly higher rates of fetal loss than 
women in other racial and ethnic groups. 

 
Analysis 

• Efforts need to continue to lower the rates of low birth weight and preterm births with 
special emphasis targeted to areas with significant numbers of Black, Hispanic, and 
Asian or Pacific Islander families. 

• Interventions should be particularly targeted to address deaths occurring in the 
neonatal period. 

• The state has a number of programs that provide parenting support to parents of 
infants, but there is no evidence of meaningful collaboration across the programs.  

Infant Outcome B: Very low birth weight or preterm babies are born in facilities 
equipped to care for them. 
 

Summary 
• The percentages of low birth weight and preterm babies born in facilities equipped to 

care for them are steadily increasing. 
• The impact of the closure of OB hospital units on the safety and quality of labor and 

delivery and postpartum care is unclear. 
• The impact of these closures on access to NICUs and transport issues also is unclear. 

 
Analysis 

• The percentages of low birth weight and preterm babies born in facilities prepared to 
care for them remain below the Healthy People goal of 90 percent. 

Perinatal regionalization in the Commonwealth needs to be reviewed and include the 
collection of additional data on the impact of the changing landscape in perinatal care due 
to hospital OB closures and the anecdotally reported decrease in the number of obstetrical 
providers. 
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Infant Outcome C: Infants are welcomed into a family, a home and a community 
that is prepared to care for them. 

 
Summary 

• Many Pennsylvania families are economically insecure and the extent of this 
insecurity varies greatly across the State. 

• A significant percentage of Pennsylvania families are housing cost burdened forced to 
pay a high percentage of their income to pay for housing. 

• The number of Pennsylvania Section 8 recipients decreased from 1998 to 2000. 
• Just under 1 in 10 Pennsylvanian’s was living at risk of hunger during the period 

2001-2003. 
• Pennsylvania ranks 24th in the nation with Food Stamp participation rates. 

 
Analysis 

• Adequate family income, housing, and food are essential to a family’s ability to care 
for their infants. The data suggests that many families are struggling to obtain access 
to basic needs. 

• Policies and programs related to any aspect of economic security, housing, and food 
availability need to take into account their importance to MCH outcomes and work 
with MCH stakeholders in the development of policies and programs. 

• A number of agencies are focused on activities designed to strengthen families and 
community support, but these efforts are often fragmented at the State and local 
levels. 

Infant Outcome D: Infants appropriately receive ongoing comprehensive preventive 
and primary care. 

 
Summary 

• The percentage of infants receiving at least one EPSDT screen has increased. 
• The rate of infants screened and referred for care is very limited. 
• For infants as a group, limited data are available to assess the extent that they receive 

ongoing comprehensive preventive and primary care. 
• The State does not recommend, and subsequently does not promote, a health 

supervision guide focused on comprehensive preventive and primary care. 
 

Analysis 
• Enrollment in a managed care plan has promoted screening activities. However, 26 

percent of infants in the State did not have at least 1 screen. 
• Without adequate data, it is difficult to know what infants are or are not receiving 

appropriate care. This lack of data prevents the development of appropriate 
strategies to promote ongoing care and a medical home. 

• It is unclear what is being done in the State to promote adequate developmental 
screening infants. These screening are an important aspect of early care and 
education initiatives. 
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CHAPTER VIII 

Children and Adolescents 
 

Overview 

This section examines the data on the demographics, health care access, health status, and 
behavioral risks that affect the child and adolescent population in Pennsylvania and the State’s 
progress on achieving key outcomes for those groups. The data presented in this section come 
from a wide variety of national, State, and private sources. 

A. Characteristics 

The State estimate for the population of 1 to 19 year-olds in 2002 was 3,116,080. The estimated 
Census figures for July 1, 2004, place the under 18 year old population at 2,837,009. This 
represents approximately 23 percent of the total population. This is a small decline from the 2003 
Census estimate of 2,863,452. This decrease is part of an ongoing, observed trend. According to 
the 2002 Vital Statistics Report, the population of children under 15 years old in Pennsylvania 
declined from 27 percent to 19.2 percent between 1970 and 2002.  

The racial and ethnic breakdown of the child population in Pennsylvania reveals some significant 
variations. In 2002, 83.2 percent of all children in Pennsylvania were White, 13 percent were 
Black, 2 percent were Asian or Pacific Islander, and 5 percent were Hispanic. Although children 
under 15 years old accounted for only 18.2 percent of the White population, they made up 25.5 
percent of the State’s Black population. The age distribution of children varied by 2-5 percentage 
points according to race or ethnicity, with the widest variation being among teenagers aged 15-
19, who make up 30 percent of the Asian, 29 percent of the White, 27 percent of the Black, and 
only 25 percent of the Hispanic child populations.  

Table VIII-1. 
Pennsylvania Child Population: Percent of Age by Race/Ethnicity 

 2000 2002 
 Total Total White Black Asian/PI Hispanic* 
Age Group      
1-4 19% 19% 19% 19% 22% 21% 
5-9 26% 25% 25% 26% 24% 27% 
10-14 28% 27% 27% 28% 24% 26% 
15-19 27% 29% 29% 27% 30% 25% 
Total 3,129,153 3,116,080 415,740 69,624 161,291 415,740 

Source: PA Vital Statistics, 2000 and 2002 
*Hispanics can be either White or Black; the racial columns include all children counted in the Hispanic column 
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B. Children and Adolescent Outcomes Examined 

Four key outcomes were selected for in-depth examination to assess the status of the 
Pennsylvania child and adolescent population. These were chosen because, if met, they were 
good indicators that the child and adolescent population of Pennsylvania would be on solid 
footing to lead healthy and productive lives. These outcomes are as follows:  

Child and Adolescent Outcomes 

• Children receive ongoing and preventive health care consistent with the Bright Futures 
Health Supervision Guidelines. 

• Children are cared for in environments that protect their health, promote their well being, 
and ensure their safety. 

• Adolescents use ongoing health services appropriate to their stage of growth and 
development. 

• Adolescents obtain health and lifestyle information and education that support lifelong 
positive health behaviors. 

 

Two of these outcomes specifically pertain to children while two address the needs of 
adolescents. However, it is important to note that the division between children and adolescents 
is not a rigid one and there are variations in the ways in which these groups are defined and 
divided according to different data sets. The discussions that follow reflect this less-than-precise 
split. Where possible, we have defined child outcomes as referring to children ages 1 to 11 and 
adolescent outcomes as referring to those 12 to 17 years old.   

Outcome 1: Children receive ongoing and preventive health care consistent with the Bright 
Futures Health Supervision Guidelines. 

The Bright Futures Health Supervision Guidelines outline developmentally-based, age-
appropriate health promotion and disease prevention services for children to promote healthy 
physical and mental growth. Thus, this outcome includes not only measures of health care 
services and availability for children but also assessments of their health care access, health 
insurance status, sources of health care, and other factors that affect which children in 
Pennsylvania receive regular and recommended health care services. 

The State of Pennsylvania has not adopted the Bright Futures Guidelines or any one standard for 
children’s ongoing and preventive health care. As a proxy for assessing this outcome, data were 
gathered on existing programs and State-mandated screenings, including Early and Periodic 
Screening, Diagnosis, and Treatment (EPSDT), school health programs and requirements, 
daycare and Head Start screening, and immunization records. Statistics were also gathered on 
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children’s chronic diseases, children’s health insurance, and availability of primary health care 
providers. 

1. Health Screening 

For children ages 12 to 24 months, the Bright Futures Health Supervision Guidelines, 
recommend four well-child visits: at 12, 15, 18, and 24 months. From age 24 months and on in a 
child’s life, Bright Futures recommend an annual well child visit. The Early and Periodic 
Screening, Diagnosis and Treatment (EPSDT) schedule for well-child visits is the same as that 
for Bright Futures and thus serves as a useful measure for this outcome. 

a. The Early and Periodic Screening, Diagnosis and Treatment (EPSDT)  

The EPSDT Program in Pennsylvania, called Children’s Checkup, is a free health care program 
for children and young adults (birth through age 20) enrolled in any type of Medical Assistance. 
The goal of this program is preventive care – keeping children healthy through regular checkups 
and immunizations. Children who participate are eligible for all medically necessary services, 
including primary care, hospital services, dental care, and pharmacy benefits. The program 
ensures that children receive a complete physical examination, hearing test, vision test, 
developmental screening, lab work, immunizations, a complete health history, and health 
education.   

In 2002, 862,947 children in Pennsylvania were enrolled for EPSDT benefits. This was an 
increase of 10.6 percent over 2000 when 771,230 children participated and occurred during a 
period when the population of children in the State was declining. The increase in EPSDT 
enrollment is a reflection of greater outreach efforts (discussed later in this chapter) and of 
increased coverage rates for child health insurance. The percent of children who received at least 
one health screening varied by age group. In 2002, 75 percent of 1 to 2 year-olds who were 
eligible for EPSDT received at least one screening; and this was true of 52 percent of 3 to 5 year-
olds. Between the ages of 6 and 18 years, 32 to 38 percent of eligible children received at least 
one well-child visit during the year (Table VIII-2). While there is much room for improvement, 
these figures represent considerable positive change from screening rates in 2000 – particularly 
among adolescents, which are displayed in Table VIII-3.  
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Table VIII-2. 
EPSDT Screenings, 2002 

2002 

 
1 – 2 
years 

3 – 5 
years 

6 – 9 
years 

10 – 14 
years 

15 – 18 
years 

Total Eligible for EPSDT 113,450 147,095  174,202  216,040  147,740  
Expected Number of Screens 1.64 0.83 0.42 0.85 0.81 
Expected Number of Screenings 186,058 122,089 73,165 183,634 119,669 
Total Screenings Received 193,107 92,112  78,109  99,940  58,530  
Percent of Expected Screenings Received 104% 75% 107% 54% 49% 
Eligibles Receiving At Least One Screen 84,476 76,557 64,370 82,655 47,527 
Percent Receiving At Least One Screen 75% 52% 37% 38% 32% 
Eligibles Receiving Any Dental Services 5,316 47,801 69,001 80,431 47,710 
Percent Receiving Any Dental Services 5% 32% 40% 37% 32% 
Eligibles Receiving Preventive Dental Services 2,698 38,441 59,625 60,473 36,503 
Percent Receiving Preventive Dental Services 2% 26% 34% 28% 25% 
Eligibles Enrolled in Managed Care 89,267  115,170  136,082  168,670  111,336  
Percent Enrolled in Managed Care 79% 78% 78% 78% 75% 
Total Number of Screening Blood Lead Tests 79,127 30,310 11,763 8,196 3,564 

 
 

Table VIII-3. 
Changes between 2000 and 2002 

 
1 – 2 
years 

3 – 5 
years 

6 – 9 
years 

10 – 14 
years 

15 – 18 
years 

Total Eligible for EPSDT 8% 11% -2% 12% 34% 
Eligibles Receiving At Least One Screen 23% 30% 25% 67% 112% 
Eligibles Receiving Any Dental Services 48% 50% 33% 51% 79% 
Eligibles Receiving Preventive Dental Services 45% 53% 36% 35% 82% 
Eligibles Enrolled in Managed Care -10% -9% -19% -6% 15% 
Total Number of Screening Blood Lead Tests 124% 24%    

Source: EPSDT 416 (2002) 
 
In Pennsylvania, EPSDT data are coordinated and centralized in a fully computerized system that 
has become a model for administering and overseeing the EPSDT program in other States. The 
activities that can be captured in the system include: 

• Family Outreach and 
Education 

• Consumer Support Services 

• Community Awareness 

• Program Advocacy via 
Interagency Networking 

• Staff Recruitment Training 
and Supervision 

• Provider Recruitment Training and 
Monitoring 

• Quality Assurance 

• Case Management (Automated 
Information and Scheduling) 

• Referral and Follow-up 

• Statistical Analysis and Research 

• Report Generation. 
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Despite the strengths of this system there are areas in which it could be improved. For example, 
it is difficult within a short turnaround time, to obtain nonstandard data and reports. Because so 
much data are captured in this system, increasing its flexibility and responsiveness would 
enhance the ability of many offices and programs in making more data-driven decisions. 

b. CHIP HEDIS Measures  

Another source of information on primary and preventive health care is the HEDIS information 
reported for children enrolled in CHIP. HEDIS (Health Plan Employer Data and Information Set) 
is a tool created by the National Committee for Quality Assurance to collect data about the 
quality of care and services provided by health plans (managed care organizations). HEDIS 
consists of performance measures that compare how well health plans perform in key areas: 
quality of care, access to care, and member satisfaction with the health plan and doctors. NCQA 
requires health plans to collect this information in the same manner so that results can be fairly 
compared to one another. One of the HEDIS measures is well-child visits. The well-child visits 
measure reports the percentage of children ages 3-6 years who received 1 or more well-child 
visits with a primary care practitioner within a year. In 2002, on average, 66.3 percent of CHIP 
enrollees ages 3-6 received at least 1 well-child visit. Since 2001, this rate has steadily increased 
approximately four percentage points each year. When compared to HEDIS measures on average 
from managed care organizations across the Nation, the Pennsylvania CHIP well-child visit rates 
were above the 50th percentile. When compared to well-child visit rates from managed care plans 
in the Philadelphia region, the CHIP well-child visit rate fell around the 50th percentile.  

c. Health Screening Mandated by Pennsylvania Law and Regulation  

Article XIV of the Pennsylvania Public School Code provides that all children attending public, 
private, and parochial schools receive school health services. As a result, school health programs 
and services impact the health status and well-being of more than 2.1 million school-age children 
in the Commonwealth’s schools. These services include medical and dental examinations and 
five different health screenings (growth, vision, hearing, scoliosis, and tuberculosis) at specified 
intervals. They also provide nursing services, including the treatment of acute and chronic 
conditions, first aid, and emergency care; medication administration; health counseling and 
health promotion; maintenance of student health records; and assessment for school 
immunizations. Article XXV of the Code provides for Health Department reimbursement to 501 
school districts, 11 full-time comprehensive vocational technical schools, and over 100 Charter 
Schools for a portion of the costs associated with the provision of these school health services. 

Children are required to have a medical examination and comprehensive health appraisal upon 
original entry to school (kindergarten or first grade), while in the sixth grade, and again in the 
eleventh grade. This can either be done either privately or by the school district (Section 14 – 
1402 Health Services.   

The Pennsylvania Department of Health, Division of School Health is interested in identifying 
the number of children with chronic conditions. Prior to school year 2005-2006, school districts 
reported on the incidence of 26 conditions. However it was determined that much of this 
information was either not useful or was available elsewhere. Therefore beginning in school year 
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2005-2006, school Districts will report information to the Department of Health, Division of 
School Health on the incidence among students of the following 14 conditions.

• Arthritis/Rheumatic Disease 

• Asthma 

• Attention Deficit 
Disorder/Hyperactivity 

• Bleeding Disorder and 
Cooley’s Anemia  

• Cardiovascular Condition  

• Cerebral Palsy 

• Cystic Fibrosis 

 

• Diabetes Type I 

• Diabetes Type II 

• Eating Disorder  

• Seizure Disorder 

• Sickle Cell Disease 

• Spina Bifida 

• Tourette’s Syndrome 

 

d. Child Care Reports of Screening 

Child care providers can be an excellent source of information about levels of health screening 
among children. Working with the Pennsylvania Chapter of the American Academy of 
Pediatrics, the Pennsylvania Department of Health receives reports on the level of immunization 
and preventive screening from a sample of child care providers. Based on data from a 10 percent 
sample of child health records (7/02 – 4/03) of children enrolled in 2,779 child care centers 
serving 13,675 children, 90.5 percent of the sample had documented compliance for medical 
history. Table VIII-4 displays documented levels of compliance with preventive screening 
guidelines. 

 
Table VIII-4. 

Levels of Compliance with Preventive Screening Guidelines 
History Growth Phys 

Exam 
Develop Lead Anemia Urine Hearing Vision Dental 

90.5% 92.1% 92.1% 93.1% 54.8% 50.9% 89.3% 73.4% 74.2% 69.3% 
Source: AAP, ECELS Report 2003 
 
While the levels of general screening are high, the levels of lead and blood tests for anemia; and 
hearing, vision, and dental screening are low. 

e. Head Start Screening 

Early childhood education programs are another point at which health care screening can be 
monitored. The Head Start program attempts to assure medical care for participating children. 
Records are kept of screenings as well as outcomes of referrals for treatment. In 2002-2003, 94 
percent of all Pennsylvania Head Start children had a source of continuously accessible care. 
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Eighty-eight (88) percent of children had completed all medical screens and of the 23.9 percent 
who were identified as needing treatment, 85 percent received it. The most common reason for 
treatment was asthma which accounted for 39.3 percent of cases of children receiving medical 
treatment. Vision problems and overweight, respectively, were issues for 20 percent of children 
receiving treatment. Hearing difficulties and anemia were medical problems for 10 percent of 
children receiving medical treatment. 

2. Immunization 

a. Immunization Coverage 

Immunization helps to prevent infectious diseases and save lives. Childhood immunizations are 
responsible for the control of many infectious diseases that were once common in this country, 
including polio, measles, diphtheria, pertussis (whooping cough), rubella (German measles), 
mumps, tetanus, and Haemophilus influenzae type b (Hib). Vaccines prevent disease in the 
people who receive them and protect those who come into contact with unvaccinated individuals. 

According to the 2003 National Immunization Survey (NIS/NCHS), among Pennsylvania 
children 19 to 35 months of age, 79.1 percent were up to date with respect to the recommended 
numbers of doses of all recommended vaccines (see Table VIII-5). This is above the national 
level of 72.5 percent. These vaccines and their recommended numbers of doses are: diphtheria 
and tetanus toxoids and pertussis vaccine (DTP), 4 doses; poliovirus vaccine (polio), 3 doses; 
measles-containing vaccine (MCV), 1 dose; Haemophilus influenzae type b vaccine (Hib), 3 
doses; hepatitis B vaccine (HepB), 3 doses; and varicella zoster vaccine, 1 dose (4:3:1:3:3:1). 

HEDIS (used with CHIP enrollees) also uses immunization as an indicator. The HEDIS measure 
in this area is the percent of 2-year-old children who have received the 4:3:1:3:3:1. The 
immunization status of children enrolled in CHIP plans is different compared with those enrolled 
in private health care plans. In 2003, 64.9 percent of CHIP enrollees were fully immunized by 
age 2 years, which is slightly higher than the average for 2002, but also 6 percentage points 
below the average for commercial plans in the State – indicating room for continued 
improvement. In the Philadelphia region, the mean percent was 69.8.  

According to data from the NIS, at age 24 months, 78.6 percent of Pennsylvania children were 
fully immunized. The rate for Philadelphia County, at 67.5 percent, was far lower than the rest of 
the State, 80.4 percent. 

Immunization starts early shortly after birth when babies are still in the hospital. Nationally, 41.5 
percent of babies received a Hepatitis B vaccine between birth and 2 days of age (NIS). Across 
Pennsylvania this figure was 46.6 percent, which is not a statistically significant difference due 
to variability in estimates. However, there were large differences in rates between Philadelphia 
County and the rest of the State: in Philadelphia County, the coverage rate for the hepatitis B 
vaccine was 79.5 percent in 2003, compared to 40.9 percent in the rest of the State. 
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One frequently cited reason for lower than desired rates of immunization are lack of access to 
children between the times they are born and when they first attend school. For many children 
this is around 5 years of age. Head Start programs provide an excellent opportunity to assure full 
immunization of children at a point prior to official enrollment in a school system. In fact, 88 
percent of children, at the end of the 2003-2004 school year, were up-to-date on all 
immunizations; 7 percent additionally having received all possible immunizations.
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Table VIII-5. 
Estimated Vaccination Coverage Among Children 19-35 Months of Age:  

U.S., National Immunization Survey, 2003 
 Overall  

U.S. 
Overall  

PA 
Overall  

PA 
Overall 

PA 
Overall  

PA 
Philadelphia

County 
Philadelphia 

County 
Philadelphia

County 
Philadelphia

County 
Rest of 
State 

Rest of 
State 

   White Black Hispanic  White Black Hispanic  White 

4:3:1:3:3:1 72.5±1.0 79.1±4.9 79.9±5.4   75.2±6.0 79.2±9.4 71.2±9.5  79.8±5.7 79.9±5.7 
4:3:1:3:3 79.4±0.9 86.2±4.1 89.6±3.9   77.2±5.9 85.7±8.3 72.1±9.4  87.8±4.7 89.8±4.1 
4:3:1:3 81.3±0.9 86.9±4.1 90.0±3.8   80.0±5.6 87.3±7.7 74.9±9.1  88.1±4.7 90.2±4.0 
4:3:1 82.2±0.9 87.7±4.0 91.0±3.7   81.3±5.5 90.3±6.8 75.3±9.0  88.8±4.7 91.0±3.9 
3+Pneumococcal 68.1±1.0 81.4±4.8 80.7±5.7   80.9±5.5 85.0±8.4 81.6±8.4  81.5±5.5 80.4±6.0 
1+ Varicella 84.8±0.8 85.9±4.5 84.9±5.1 90.0±6.4  90.0±4.2 87.6±7.6 88.1±6.8 94.3±8.2 85.1±5.3 84.8±5.3 
3+HepB 92.4±0.6 96.7±1.7 97.4±2.0 93.4±4.5 96.1±6.0 91.7±4.0 93.8±5.9 89.9±6.5 95.9±7.8 97.6±1.9 97.6±2.1 
3+Hib 93.9±0.6 96.8±1.8 96.6±2.4 96.1±3.2 98.0±2.5 93.6±3.3 94.3±5.5 94.0±4.6 91.8±9.5 97.4±2.0 96.7±2.5 
1+MMR 93.0±0.6 94.1±3.4 95.8±2.8 92.3±5.0  92.5±4.0 95.9±4.6 88.3±7.1 95.9±7.8 94.4±3.9 95.8±3.0 
3+Polio 91.6±0.7 92.9±3.5 94.9±2.7   92.1±3.7 93.3±5.5 92.7±5.0  93.0±4.0 95.0±2.8 
4+DTP 84.8±0.8 90.8±3.6 94.0±3.1 83.3±7.8  83.7±5.3 92.8±6.2 78.0±8.8  92.0±4.2 94.0±3.3 
3+DTP 96.0±0.5 98.4±1.4 98.4±1. 98.1±2.1 97.4±3.1 96.3±2.8 98.5±3.0 97.2±3.2  98.7±1.5 98.4±1.9 
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After birth, the next opportunity to assure that children are immunized is when they begin 
school. All private and public schools are required to report a student’s immunization status each 
year to the Pennsylvania Department of Health. The most recent School Immunization Survey 
(2003-2004) showed that 96.4 percent of students were fully immunized, 2.6 percent were 
provisionally enrolled (they must get their immunizations in a specified timeframe), and 0.1 
percent were denied admission due to lack of immunization. 

According to State officials, there are no reported population groups where immunization rates 
are substantially different than the State norms. Rates are lower in Philadelphia than in the rest of 
the State typically due to lack of access to children between birth and the beginning of school. 
There is one State health center nurse who particularly focuses on providing immunization to the 
Amish population. This group is not opposed to immunization per se, but due to the number of 
home deliveries and the insular nature of their communities, immunization at birth or through the 
health care system is difficult. 

b. Systems to Address Immunization 

The immunization system established in Pennsylvania focuses predominantly on childhood 
immunization. There are some programs to provide flu, pneumonia, and tuberculosis 
immunization to adult citizens, but their size is very small compared to the childhood 
immunization programs. Childhood vaccinations are provided through multiple programs, but 
the core of these is the Vaccines for Children Program (VCF). Operated by the Department of 
Health, this program supplies federally purchased vaccines at no cost to VFC-enrolled public and 
private practices for immunizing children. Children from birth through 18 years of age are 
eligible to receive this free vaccine if they are: 

• Enrolled in Medicaid or CHIP 

• Uninsured (i.e., without health insurance) 

• American Indian or Alaskan Native 

• Underinsured, having health insurance that does not cover vaccines (Underinsured 
children are eligible to receive VFC vaccine only at Federally Qualified Health 
Centers [FQHCs] and Rural Health Clinics [RHCs]). 

Children in Pennsylvania overwhelmingly receive their immunizations through private providers. 
Therefore, the State’s role is less to administer immunizations and more to provide vaccines and 
track rates of immunization. 

Approximately 1,515 private and 210 public health care provider sites are enrolled to vaccinate 
children through the VCF and approximately 1,777,000 doses of vaccine were distributed in 
2003 to providers in 6 health districts. Local public health offices usually directly provide 
vaccine to migrant programs and FQHCs. 

Because immunization should begin shortly after birth, the TOT TRAX program was 
established. It is an immunization education initiative that was revised in 2003 to include 
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Hepatitis B vaccine for infants prior to their discharge from the birthing hospital. As of the end 
of 2003, 70 birthing hospitals provided information to new mothers and 48 provided Hepatitis B 
immunizations to their newborn infants. There is also a perinatal Hepatitis B program (Perinatal 
HepB Prevention Program), started in 1997, with a goal of eliminating perinatal Hepatitis B 
transmission. In 2003, 221 cases were identified and 100 percent of infants born to Hepatitis B-
positive mothers were followed up for appropriate immunization against Hepatitis B. 

Since many children miss well-child visits, and because numerous immunization schedules do 
not coordinate with well-child visits, the Immunization Education Program (IEP) was developed 
as a public-private partnership between the Department of Health and the Pennsylvania chapter 
of the American Academy of Pediatrics (PA AAP). The IEP is a statewide provider education 
program using office-based change as the key to improving immunization levels in 
Pennsylvania. This intervention encourages private doctors to continuously look for 
opportunities to immunize children. It suggests the use of reminder calls and an enhanced focus 
by physicians on assuring complete immunization. A reminder recall system has been piloted in 
partnership with the PA AAP. This collaborative effort also includes a peer-to-peer training 
program (with teams of three doctors, a nurse, and a practice manager) called Educating 
Physicians in their Communities (EPIC). The CME/CEU-granting curriculum focuses on how 
each member of the office team can work collaboratively to improve immunization rates. In 
2003, 26 in-office immunization assessments were conducted and 130 presentations to 1,890 
participants were made. 

Pennsylvania has also passed legislation to promote greater screening of children in licensed 
child care. Childcare providers who take care of children ages 2 months through 5 years and are 
enrolled for more than 60 days are required to annually submit the immunization status of each 
child to the Department of Health. This program was launched in 2004 and in 2005 audits of 
child care providers will be initiated. It is estimated that this legislation will affect 400,000 
infants and children and 5,000 child care sites. 

The State has also developed immunization public outreach programs targeted to young children. 
One campaign, called It’s a Matter of Love, developed television commercials to remind parents 
of the importance of immunization. Additionally, the Department of Health, in collaboration 
with the Hallmark Greeting Card Company, sends out congratulatory cards to every new parent 
in Pennsylvania signed by the Governor. The card stresses the importance of immunization. 

Another important program, established in 1997, is called the School Immunization Catch-Up 
Program. This program represents collaboration between the Departments of Health and 
Education to assure that children without other access to vaccines are immunized. In 2003, 39 
school districts submitted vaccine orders. The popularity of this program has been declining over 
time – perhaps pointing to earlier immunization, or at least other sources of vaccination. 
Presently the program primarily serves 7th graders in need of a required Hepatitis B vaccine. 
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3. Health Conditions 

a. Asthma 

Nationally, asthma is the second most common chronic illness, after dental caries, occurring in 
children. During 2002, about 12 percent of children in the United States had been told by a 
health professional at some point in time that they had asthma. In addition, asthma is one of the 
leading causes of school absence and hospitalization among children (CDC NCCDPHP, 2004). 
Unlike many other diseases, asthma rates have increased over the past 10 years, and about 9 of 
every 100 schoolchildren in Pennsylvania have asthma. This compares to a national rate of 8 of 
every 100 schoolchildren. 

 i) School Reports of Asthma Rates  

As part of the school screening program, providers are asked to identify the number of students 
with diagnosed asthma. Figures from the 2001-2002 school year show that of the 2,090,917 
enrolled students, 8.6 percent had asthma. This figure varied by region within the State – the 
highest rate was in the North Central district (9.7 percent), while the lowest was in the Northwest 
district (7.6 percent). 

Table VIII-6. 
Students with Medical Diagnosis of Asthma, 

2001-2002 School Year 
District Enrollment Students with Asthma Percent 

NC 101,943 9,916 9.7% 
NE 256,970 21,035 8.2% 
NW 162,705 12,436 7.6% 
SC 254,266 21,576 8.5% 
SE 875,670 79,627 9.1% 
SW 439,363 35,488 8.1% 
    
Total 2,090,917 180,078 8.6% 

Source: PA Department of Health, Division of School Health database 
 
The county with the highest childhood asthma rate is Bradford at 18.1 percent as compared to the 
statewide rate of 8.6 percent overall. Other counties with extremely high rates include Oley 
Valley (17.1 percent), Williamsport (15.8 percent), and Apollo-Ridge (15.8 percent). 

 ii) Asthma Status Among CHIP clients 

One of the HEDIS measures involves asthma. The use of appropriate medication for children 
with asthma measures the percentage of members with persistent asthma, ages 5-17, who were 
prescribed medications acceptable as primary therapy for long-term control of asthma. 
According to HEDIS, CHIP members were identified as having persistent asthma by having any 
of the following: 
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• At least four asthma medication dispensing events or 

• At least one Emergency Department visit with asthma as the principal diagnosis 
or 

• At least one acute inpatient discharge with asthma as the principal diagnosis or 

• At least four outpatient asthma visits with asthma as one of the listed diagnoses 
and 

• At least two asthma medication dispensing events. 

In 2003, on average, 67.4 percent of all CHIP plans provided acceptable asthma medication to 
children with persistent asthma, which is one percentage point lower than national commercial 
plans. In the Philadelphia region, the average was 69.0 percent with a low of 64.1 and a high of 
77.8 percent – the CHIP plans performed just below the 50th percentile. Section C of this Chapter 
presents additional information about asthma as an ambulatory sensitive condition. 

 iii) Asthma Surveillance Programs  

In addition to the school surveillance program for asthmatic students, the Centers for Disease 
Control and Prevention (CDC) has granted funding to 18 States, including Pennsylvania, to 
develop an integrated environmental public health tracking network that will include both 
environmental databases and environmental health outcome databases. This program is being 
implemented as a collaboration between the Pennsylvania Department of Health and the 
Pennsylvania Department of Environmental Protection. Pennsylvania will also identify the 
school districts with unusually high levels of students with self-reported asthma diagnosed by a 
physician; identify students with asthma from the targeted school districts; examine the indoor 
and ambient air pollution levels in schools; and attempt to identify other potential risk factors for 
asthma in the school, the home, and other locations. The work will establish markers associated 
with asthma to be used for program evaluation and analysis that will determine if there appears 
to be a correlation between air pollution levels and disease activity. As part of the project, the 
joint team will identify potential recommended strategies for intervening to help reduce the 
threat of asthma or improve the quality of life for those who have it. 

The CDC’s National Center for Environmental Health (NCEH) has also directly funded specific 
asthma activities in Pennsylvania. Under the Controlling Asthma in American Cities project, 
NCEH is funding Children’s Hospital of Philadelphia to influence asthma outcomes 
(hospitalizations, asthma emergency department visits, and unscheduled visits) among the 
pediatric asthma population in a specific region of Philadelphia. The hospital is using the You 
Can Control Asthma curriculum to provide asthma management classes for the community; 
visiting the homes of patients with severe asthma to assess environmental triggers and teach 
patients about asthma; and training physicians, school nurses, and parents on how to teach others 
about asthma. 

The NCEH is also funding the Philadelphia Department of Public Health to implement the 
asthma care training (ACT) curriculum, an asthma intervention that can decrease acute care 
visits, decrease hospitalizations, and increase compliance with asthma care plans. Since 
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September 2002, the Philadelphia Department of Public Health has initiated ACT classes in 
seven of the eight community health care centers. The department also has recruited and trained 
nurses to teach the ACT curriculum and has publicized the availability of the program through 
the community health care centers for medical referrals. 

The medical examine before a child enters schools, in grade 6 or 7, and in grade 10 or 11, 
includes a screening for asthma, as required by the Philadelphia Commissioner of Public Health 
(ACT results reported above). These data are reported to the school which in turn reports the 
figures to the State Department of Public Health annually. These data indicate the number of 
students per school and per school district having a diagnosis of asthma. They also include 
student age, gender, race, ethnicity, and school. Beginning in October 2004 the Philadelphia 
Department of Public Health is mandated to review the asthma screening information and is 
required to submit a report to the General Assembly. 

Bradford County initiated a new Asthma School Project in 2004-2005. This project will involve 
the systematic review of case files of students presenting with asthma to learn more about the 
disease as well as charting problems and health incidents on questionnaires set up for asthmatic 
students. 

b. Vision and Hearing Problems 

A study conducted by the AAP in 1988 demonstrated that it was possible to accurately screen 
children for vision abnormalities as early as age 3 (Wasserman et al., 1992). Vision and hearing 
difficulties interfere with a child’s development due to their isolation, and interfere with their 
ability to function properly in a school setting.  

The Pennsylvania school health screening program requires that healthcare providers screen 
students for vision and color deficits as well as for hearing difficulties. The data shown in Table 
VIII-7 reveal some broad variations in the rates of students with vision deficits in the various 
regions of Pennsylvania. In contrast, the percent of students with hearing difficulties is far more 
consistent. 
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Table VIII-7. 
Students with Vision/Color Deficits and Hearing Difficulties 

 
Vision: Percentage of students with vision/color deficits 
Northcentral district 4.0% (10.35% in Lycoming County) 
Northeast district 2.8% (8.1% in Wayne County) 
Northwest district 1.6% 
Southcentral district 2.8% 
Southeast district 3.9% (10.7% in Schuylkill County) 
Southwest district 3.1% 
Hearing: Percentage of students with hearing difficulties 
Northcentral district 1.6% 
Northeast district 1.0% 
Northwest district 1.2% 
Southcentral district 1.3% 
Southeast district 0.9% 
Southwest district 1.0% 
Source: PA Department of Health, Division of School Health database  
 
c. Oral Health 

In the past, oral-health-related diseases were accepted by society as inevitable and a luxury to 
treat (PA Oral Health Strategic Plan). Today, oral health is increasingly recognized as a core 
element of good health, and oral disease in the United States is becoming a recognized epidemic 
of low-income populations. 

Among Medicaid-eligible low-income children in Pennsylvania, there is a severe lack of 
utilization of dental services. Forty (40) percent or fewer of children in any age category eligible 
for EPSDT received any dental services; and even fewer received preventive dental services.  
Data by age is presented in Table VIII-8. 

 
Table VIII-8. 

Dental Services Received, EPSDT 2002 
 1 – 2 yrs 3 – 5 yrs 6 - 9 yrs 10 - 14 yrs 15 – 18 yrs 
Percent Receiving Any Dental Services 5% 32% 40% 37% 32% 
Percent Receiving Preventive Dental Services 2% 26% 34% 28% 25% 

Source: DPW, EPSDT 416 Report, 2002 
 
Numerous key informants identified limited access to dental services as a key issue for children.  
As of September 2004, there were 70 dental health professional shortage areas (DHPSAs) in 
Pennsylvania with 1,625,233 people living in those areas. According to the Department of 
Health, Bureau of Health Planning as of March 2005, there were 61 dental health professional 
shortage areas in Pennsylvania with 1,397,323 people residing in these areas.  

One direct approach to improving oral health on a population level is to assure that water is 
fluoridated, and this is part of the primary prevention of dental decay in the United States. The 
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Healthy People 2010 objective for people receiving fluoridated water through their community is 
75 percent. As of February 2005, there are an estimated 10,467,565 people served by community 
water systems. Of these 54% are receiving fluoridated water. Rural public water systems are less 
likely to be fluoridated than urban systems although a number of Pennsylvania cities do not have 
fluoridated water. 

To address oral health in children, dental screening is required at 3 points during a child’s school 
career: in grades K or 1, 3, and 7. Figures from across Pennsylvania show less than 
comprehensive levels of dental examinations among school children (Table VIII-9). Additionally 
very few children have had their teeth topically fluoridated. The figures also show that close to 
100,000 of the children screened do not have a family dentist compared with approximately 
230,000 who do. 

Table VIII-9. 
Oral Health Screening in Schools, 2003-2004 School Year 

Program 

Total 608 School 
Districts/Charter 
Schools/Comp. Vo-techs 

 Family Dentist K/1-3-7 222,204 
 Family Dentist Other 54,970 
 School Dentist K/1-3-7 94,549 
 School Dentist Other 6,906 
 Referred 34,961 
 Completed Referral Returned 7,294 
Dental Hygiene Services Program  
 Family Dentist 20,895 
 School Hygienist Evaluation 86,499 
 Referred 23,108 
 Completed Referral Returned 5,445 
 Teeth Cleaned 5,526 
 Previous Dental Action 119,996 
 Dental Health Education 200,948 
Fluoride Program  
 Tablet 67,375 
 Rinse 8,067 
 Topical 3,413 

      Source: PA Department of Health, Division of School Health database 

 Programs to Provide Oral Health Access  

Pennsylvania has undertaken the following oral health initiatives to help expand oral health 
capacity for children and families. 

• The Healthy Baby/Healthy Kids Information Line includes information on 400 
dentists in practice in Pennsylvania and the types of insurance they accept. 



 

Health Systems Research, Inc. Children and Adolescents Page 161 

• The Robert Woods Johnson Foundation is funding two colleges to initiate 
programs in 2005 for Expanded Function Dental Assistants (EFDAs). This 
training will prepare dental assistants to take on expanded dental care functions 
traditionally provided only by dentists. Approximately 75 students will 
matriculate into the programs. 

• The State Public Health Dentist will train nursing professionals who have one-on-
one contact with families on how to educate clients about preventive dental 
messages, how to identify and recognize dental problems during medical 
examinations, and when and where to make referrals for pregnant women and 
children. 

d. Overweight and Obesity 

Obesity has become an increasingly important public health concern, particularly its rising 
prevalence among children and adolescents. The prevalence of obesity in children nationwide 
ages 6-19 rose from 5-7 percent during the late 1970s to nearly 15 percent by 1999-2000. This 
increase can be attributed to a range of factors, including the consumption of diets high in fat and 
calories but low in nutrients as well as significant reductions in the amount of regular physical 
activity children have each day (AOA, 2004). Schools play an important role both in contributing 
to and addressing the childhood obesity epidemic. Poor nutrition content in schools meals and 
cutbacks in physical education may contribute to obesity. At the same time, however, schools are 
well-situated to implement health promotion activities addressing nutrition and physical activity. 

Obesity is associated with significant health problems in the pediatric age group and is an 
important early risk factor for much of adult morbidity and mortality. Medical problems are 
common in obese children and adolescents and can affect cardiovascular health 
(hypercholesterolemia and dyslipidemia, hypertension), the endocrine system (hyperinsulinism, 
insulin resistance, impaired glucose tolerance, type 2 diabetes mellitus, menstrual irregularity), 
and mental health, including depression, low self-esteem. 
(http://www.aap.org/healthtopics/overweight.cfm).  

The risks of overweight and obesity begin at an early age. CDC data from 2002 found 27 percent 
of low-income children between 2 and 5 years of age in Pennsylvania were overweight or at risk 
of becoming overweight (CDC PedNSS, 2002). Eight percent (11,058) of 1- to 5-year-olds 
enrolled in WIC had overweight (95 percent on BMI chart) listed as their nutritional risk. Of the 
23.9 percent of Head Start children identified as requiring medical treatment through screening, 
20 percent required treatment for being overweight. 

Measurements of height and weight are combined to calculate the body mass index (BMI) to 
help assess the overall health of children and adolescents. During the 2001-2002 school year, 
height and weight measurements for 31,439 8th graders were collected. The sample strongly 
suggests that Pennsylvania children suffer from being overweight at a rate that is higher (18 
percent) than the national average (15 percent). 
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Table VIII-10. 
Weight Status of Pennsylvania 8th-graders  

Based on BMI for Age and Gender, 2001-2002 
 Males Females Total 
Healthy weight (5th to 85th percentile) 63.5% 60.8% 62.1% 
Underweight (< 5th percentile) 2.8% 2.7% 2.7% 
At risk of overweight (85th to 95th percentile)  17.1% 16.8% 17% 
Overweight (>95th percentile) 16.6% 19.7% 18.2% 

     Source: CDC PedNSS, 2002 
 
 Activities to Address Overweight and Obesity  
 
The Department of Health implemented a Growth Screening Program at the beginning of the 
2005-2006 school year to monitor the prevalence of overweight in children. This will permit 
interventions to be designed and delivered in targeted locations. 
 
The Pennsylvania Nutrition and Physical Activity Plan to Prevent Obesity and Related Chronic 
Diseases was developed by a multidisciplinary group of stakeholders and released by the 
Department of Health in February 2003. An initial outcome of the planning process was the 
creation of the Pennsylvania Advocates for Nutrition and Activity (PANA), a statewide, multi-
sector coalition that will coordinate the implementation and evaluation of the State plan. The 
vision of the plan is to promote a Pennsylvania that supports and values healthy lifestyle 
behaviors. 

The 7 regional networks of PANA provide a channel for identifying 365 Keystone Healthy Zone 
Community Champions who play a key facilitative role in promoting Keystone Healthy Zone 
Campaign. 

Five interventions are currently underway: 

• The Keystone Healthy Zone Campaign’s aim is to recognize schools for their 
efforts in creating environments that promote physical activity and sound 
nutrition. Classroom materials and teacher training are provided.  

• The Color Me Healthy Program is a pilot intervention for preschool children in 
collaboration with the State Departments of Education (Division of Food and 
Nutrition, Family Literacy Center) and Public Welfare, the American Cancer 
Society, Head Start, and the Pennsylvania Nutrition Education Network. The goal 
of the collaboration is to offer an age-appropriate educational curriculum to 
childcare centers, Family Literacy sites, and Head Starts throughout Pennsylvania 
that exposes children, parents, teachers, and caregivers to the importance of 
healthy eating and physical activity.  

• The School Growth Screening Program is a tool to see if school-aged children are 
underweight, at risk of becoming overweight, or overweight using the CDC 
Growth Chart based on BMI for age- and gender-specific percentiles using 
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measurements obtained by school nurses. Findings will be reported to parents and 
guardians. 

• The Obesity Prevention Project tests nutrition and physical activity strategies to 
prevent obesity in the rural town of Brockway. This pilot intervention is a school-
based initiative with input from a community-driven stakeholder group. The focus 
is the prevention of childhood obesity, with the specific goals of developing 
healthy eating patterns and physically active lifestyles in young people using a 
social marketing approach.  

• The Southwest Philadelphia Obesity Prevention Pilot Project aims to promote 
healthy eating and physical activity through activities and social marketing 
campaigns in an elementary school, a neighboring recreation center, and the 
surrounding community.  

e. Lead Poisoning 

The effects of lead poisoning in children include reading and learning disabilities, delays in 
physical and mental development, shortened attention span, speech and language handicaps, 
lowered IQ, neurological deficits, behavioral problems, mental retardation, and kidney disease 
among others. Children are more vulnerable than adults to lead exposure, as it is more easily 
absorbed into growing bodies. Children are also prone to higher exposure, since they are more 
likely to get lead dust on their hands and then put their fingers or other contaminated objects into 
their mouths. 

The National Health and Nutrition Examination Survey III indicates that nationally 4.4 percent 
of children ages 1-5 have blood lead levels of 10 micrograms per deciliter (ug/dL) or greater. 
Levels of 10 ug/dL have been associated with harmful effects on children’s learning and 
behavior. Ingestion of dust generated by deteriorating lead-based paint and renovations of 
surfaces containing LBP is the leading cause of childhood lead poisoning. In Pennsylvania, 
approximately 45 percent of the housing stock was built prior to 1950 and is therefore likely to 
contain lead-based paint (U.S. Census Bureau, 2002). 

In Pennsylvania, screening for lead is conducted through the Childhood Lead Poisoning 
Prevention Program (CLPPP) as well as through programs such as Head Start and ECELS 
(Health screening in child care settings). There are currently 33 laboratories in Pennsylvania 
authorized to test for lead levels. The surveillance monitoring initiative, PA NEDSS (National 
Electronic Disease Surveillance System) was implemented in 2003; its reports capture data from 
CLPP. 

The ECELS Program reports that in 2002-2003, 54.8 percent of children sampled had been 
screened for lead. The data from CLPPP surveillance, that includes screening data from 74 
counties and municipalities, show that in 2003, 79,288 children were screened for blood lead 
levels and 88.1 percent of them had levels under 10 ug/dL; 9,433 children had levels of lead in 
their blood associated with negative outcomes (PA NEDSS, 2003). 
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In the following locations, the percentage of children with excessive lead in their blood exceeded 
the State average of 11.9 percent. 

• Adams • Northumberland 

• Blair    • Philadelphia 

• Bradford   • Snyder 

• Cambria   • Union 

• Dauphin   • Westmoreland 

• Lancaster   • York 

• Montour   • York City 

 Lead Poisoning Prevention and Screening Programs  

The State Department of Health currently funds 10 local community-based Childhood Lead 
Poisoning Prevention Projects (CLPPP) serving targeted identified high-risk areas. CLPPP 
projects provide comprehensive childhood lead poisoning prevention and control services. In 
addition, the Department of Health, Bureau of Community Health field staff provides tracking 
and case management to children in non-CLPPP project areas. 

CLPPP performs blood screenings and follow-up tests on kids under 6, referrals, home 
assessments, and educational activities. All children (6 years old and under) in PA are eligible 
for lead screening, regardless of insurance status. Typically children are screened for risk by 
pediatricians and are the referred for testing if found to be at high risk for lead poisoning. The 
program also identifies children for screening through health fairs and outreach activities. 

The Department provides a statewide toll-free Lead Information Line (1-800-440-LEAD) to 
respond to caller inquiries and provide written materials about childhood lead poisoning. The 
Department contracts with 6 high-risk communities to assist in the Lead Hazard Control 
Program, which conducts inspection and reduction of lead-based paint hazards in low-income 
homes of families with children under age 6. The Department also provides lead-abatement 
training to local, State, and nonprofit agencies at no cost. 

f. Mental Health 

In Pennsylvania, mental health services are administered through county offices that are part of 
the county government system and are typically provided through contractual arrangements with 
other agencies. Each county is mandated to provide the following services: short-term inpatient 
services; outpatient services; partial hospitalization services; emergency services; consultation 
and education services to professional personnel; aftercare services for persons released from 
inpatient facilities; specialized rehabilitative and training services; interim care of individuals 
with mental retardation awaiting admission to State mental retardation centers; and unified 
intake, placement, and referral services. 
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Considering that children with mental health issues are served by several systems of care, 
including health, welfare, and education, it is logical that a comprehensive approach to care 
involves collaboration with systems outside of mental health. Such an approach is reflected in 
the federally grant-funded program, the Child and Adolescent Service System Program 
(CASSP). To support the CASSP initiative, Pennsylvania has in place a CASSP coordinator in 
each county, a statewide CASSP Advisory Committee, a CASSP Training and Technical 
Assistance Institute and children’s mental health specialists in each DPW region. The goal of 
CASSP is to link children and adolescents with appropriate mental health services. The program 
does so through a model that is child centered, family focused, and implemented in collaboration 
with other agencies involved in the child’s life.  

Mental health services available to children, adolescents, and their families include: 

• Case management and intensive case management 

• Crisis and emergency services 

• Family-based mental health services 

• Enhanced mental health services 

• Day treatment services 

• Family support services 

• School-based mental health services 

• Residential treatment facilities 

• Early intervention services. 

The behavioral health component for EPSDT, Behavioral Health Rehabilitative Services, 
involves the development of an individual plan to address the specific social and emotional 
disturbance.  

Part of the school-based reporting of child health screening includes a screening for children with 
psychiatric disorders, other than ADD or ADHD. Overall, 1.4 percent of students screened 
reported being medically diagnosed with a psychiatric disorder. The Northwest and Southcentral 
regions reported rates of 1.8 and 1.9 per 100 students enrolled. 
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As of November 1, 2004:  
• 92 percent of PA children had 

healthcare coverage in 2002-03, 
compared to 88% nationwide. 

• 1,004,666 children were enrolled in 
Medicaid and CHIP. 

• 18.0% were enrolled in Medicaid. 
• 2.7% were enrolled in CHIP and 
    28,300 children were eligible for 

CHIP but not enrolled. 

Table VIII-11. 
Students with Psychiatric Disorders 

District Enrollment Students with Psychiatric Disorders Percent 
NC 101,943 1,434 1.4% 
NE 256,970 2,997 1.2% 
NW 162,705 2,853 1.8% 
SC 254,266 4,719 1.9% 
SE 875,670 10,357 1.2% 
SW 439,363 6,175 1.4% 
Total 2,090,917 28,535 1.4% 
Source: PA Department of Health, Division of School Health database 
 
The most negative mental health outcome among both children and adults is suicide. While there 
are very few reported suicides among children (listed as suicide on a death certificate), each one 
is especially tragic and potentially preventable. In 2002, no children younger than the age group 
10 to 14 years old were reported to have committed suicide, based on death certificate records 
(PA Vital Statistics, 2002). 

4. Access to Care 

a. Health Insurance  

In order for children to receive ongoing and preventive health care, it is essential that they be 
able to access health care services. Ongoing and preventive healthcare access, as opposed to 
episodic access, typically requires continuous health insurance. Pennsylvania is among the top 5 
States in the Nation with the lowest rates of uninsured children under 19. In March 2002, nearly 
92 percent of Pennsylvania's children had health care coverage through private insurance, the 
Children's Health Insurance Program (CHIP), or Medicaid. The Department of Public Welfare's 
Medicaid outreach efforts are nationally recognized. As the welfare caseload declined, many 
former welfare recipients left Medicaid despite their continued eligibility for the program. In 
response, an outreach effort was launched as a collaborative effort between the Departments of 
Public Welfare, Health and Insurance. Income-eligible families are thus identified through 
multiple sources and are educated about the importance of health care coverage for their children 
and that free or low-cost children's health coverage is available. Programs have also been 
established to enlist community organizations in the task of identifying and facilitating the 
enrollment of children in health insurance. In September 2000, grants for community 

organizations were awarded to 20 organizations. 

The system has also attempted to identify and eliminate 
barriers to enrollment. In July 2000, a common 
Medicaid-CHIP application was unveiled for both 
programs. The Department of Public Welfare has also 
attempted to simplify Medicaid enrollment, de-link cash 
assistance from Medicaid and provide Medicaid-related 
training to caseworkers. The Children’s Health Helpline 
has, since May 1998, referred parents to health providers 
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in the Commonwealth. The Family Care Network is a primary care case management system that 
covers most Medicaid children under 21 years of age who are not in managed care. The system 
provides primary and preventative care directly or through referrals and coordinates services to 
ensure continuity of care. The network provides 24-hour-a-day access to a specific source of 
care, access to specialists and other providers and information about primary and preventative 
care. 

In September 2002, approximately 700,000 children were enrolled in Pennsylvania’s Medicaid 
program. As of November 2004, there were 870,954 children enrolled in Medicaid and 133,712 
in CHIP. 

Many children receive health care through managed care systems. Managed care is available in 
25 counties in the Commonwealth. For children who are not in managed care, the State has 
established the Family Care Network that covers most Medicaid children less than 21 years of 
age. This is a primary care case management system that provides primary and preventative care 
directly or through referrals, and also coordinates services to ensure continuity of care. 

The health benefits and services of CHIP are provided through State contracts with private 
insurers. Contractors are limited to specific geographic areas of the State with some areas having 
more than one CHIP contractor. In September 2003, 133,462 Pennsylvania children were 
receiving health care services through CHIP. The administrators of the CHIP program estimate 
that there are approximately 28,300 children eligible for but not enrolled in CHIP as of October 
2003. It was estimated that in the subsidized portion of CHIP, about 25 percent of children are 
eligible but only 7 percent are enrolled.  

Because of the relative lack of healthcare providers in rural counties, a study was conducted to 
examine CHIP enrollment in four selected rural counties: Indian, Perry, Potter, and Wayne. The 
study findings, displayed in Table VIII-12, showed that there was a gap in the level of enrollment 
of under-18-year-olds in CHIP. This was particularly true in Wayne and Potter counties. It was 
also found that in rural areas, CHIP was mostly used by older, school-aged children compared 
with preschoolers, toddlers, and infants. Qualitative investigations determined that school 
systems were used to publicize the CHIP program. 

The qualitative investigation however found that that there was a perceived lack of support from 
the local school systems. Other barriers included a lack of education about the program and its 
application process, the stigma of a government program, the application processing time, and a 
lack of interest in obtaining health insurance while children were healthy (Analysis of the 
Children’s Health Insurance Program in Rural Pennsylvania, November 2003). 
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Table VIII-12. 
CHIP Rural Study County Profiles 

 Indiana Perry Potter Wayne 
Total population under 18 years 18865/21.1% 11130/25.5% 4697/26% 11447/24% 
Avg monthly CHIP enrollment 922 168 180 439 
% children enrolled in CHIP (avg) 4.4 1.4 3.8 3.9 
% children enrolled in Medicaid 
HMO 22 17.3 0.1 0 

% population eligible for medical 
assistance 12.5 8.3 15.3 11.7 

Source: Analysis of the CHIP in Rural Pennsylvania, 2003 
 
b. Finding Insurance – Love ‘em with a Checkup System 
 
Love ‘em with a Checkup is a comprehensive outreach and referral system that is helping 
thousands of low-income women and families to enroll in prenatal and primary health care for 
children and to obtain health care coverage through the Children's Health Insurance Program 
(CHIP) or Medical Assistance. This statewide system was developed in 1993 to address the 
concern that Pennsylvania's existing outreach efforts were fragmented and did not always reach 
the State's at-risk populations. Programs already in existence, for example the Women, Infants 
and Children Program (WIC), the Children's Health Insurance Program (CHIP), Medicaid, 
Healthy Beginnings Plus (HBP), and the Food Stamp program, were often underutilized by the 
people who needed them most. 
 
Love 'em with a Checkup bridges this gap through a comprehensive effort which includes: 
 

1) A paid statewide media campaign encouraging low-income pregnant women and 
parents to call the Healthy BABY or Healthy KIDS helplines, 800-986-BABY or 
800-986-KIDS 

2) A team of trained telephone counselors who refer callers for checkups 

3) A streamlined process for determining eligibility for Medical Assistance and 
CHIP 

4) An expanding network of healthcare providers committed to the program. 

The helplines received approximately 4,200 callers per month in 2001 which is the year during 
which a comprehensive evaluation of the system was conducted. The referral database contains 
information about approximately 3,000 participating providers, including 400 dentists from a 
recent solicitation of available sources. 

c. Using Insurance  

The discussion of primary care and health screening at the beginning of this section helps to 
point out the gap between access to and utilization of healthcare resources. When reviewing 
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EPSDT data, in no age category for this insured group of children is the percent of children who 
received at least one screening 100 percent. The highest rate (75 percent) is reported for 1 to 2 
year-olds and then declines for older children. However, Health Plan Employer Data and 
Information Set (HEDIS) data compiled over the past 3 years have consistently shown that 
children enrolled in CHIP use preventive and primary care at or above the same level as do 
children enrolled in the commercial products offered by the individual Managed Care 
Organizations (MCOs). In addition, CHIP exceeded the performance of the national and regional 
rates for commercial products. 

In marketing documents distributed for the Children’s Health Insurance Program 
(HealthChoices) that reflected experiences of parents using the program, 96 percent of children 
12 to 24 months old saw a doctor at least once in the prior year; and this was true for 70 percent 
of 3- to 6-year-olds. Seventy-five (75) percent of parents said that they had no problem getting 
the necessary care. 

Oral health is another important aspect of overall child health. There are several HEDIS 
indicators for oral health care and these indicate that 21 percent of eight year olds had dental 
sealants applied within the past three years, while 37 percent of children and adolescents age 3 to 
20 saw a dentist in the past year. 

What Did Parents Say About Health Insurance? 
 
“We use to have insurance through my husband’s work, he got a new job and there wasn’t 
any insurance with it. Within the last couple of weeks I got CHIP for the kids, so they had 
insurance again after a year of not having it”…Wilkes-Barre Focus Group 
 
“I didn’t have insurance at my first prenatal visit but applied for Medicaid there and got 
it”…Philadelphia Focus Group 
 
“I didn’t want the baby on AmeriHealth Mercy, I wanted him on Gateway like my other two 
kids so they could all use the same doctor, I got a call from AmeriHealth Mercy that I couldn’t 
take the baby there, it’s crazy”…Harrisburg Focus Group 
 
“We got lost in the system, my daughter wasn’t eligible for CHIP any longer when I started 
getting unemployment insurance”…Pittsburgh Focus Group 
 
“You get treated good if you have CHIP insurance, but not so good when you have 
Medicaid…they have all kinds of funny ideas about people with Medicaid, like they are not 
responsible and have a whole bunch of kids”…Harrisburg Focus Group 
 

 

d. Availability of Primary Care Physicians  

Primary care includes health promotion, disease prevention, health maintenance, counseling, 
patient education, diagnosis, and treatment of acute and chronic illnesses in a variety of health 
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care settings (e.g., office, inpatient, critical care, long-term care, home care, day care, etc.). 
Primary care is provided and managed by a personal physician, often collaborating with other 
health professionals, using consultation or referral as appropriate 
(http://www.aafp.org/x6988.xml). In 2000, Pennsylvania had 86 active primary care physicians 
per 100,000 people. This rate was higher than the average national rate of 69 per 100,000 (Kaiser 
Family Foundation, www.statehealthfacts.org).  

Outcome 2: Children are cared for in environments that protect their health, promote their 
well-being, and ensure their safety. 

It is important to note that there are very few data sources that measure health-related behaviors 
of young children under the age of 12. The Pennsylvania Youth Survey (PAYS) and the Youth 
Risk Behavior Survey (YRBS) are conducted with children in grades 6 through 12 and grades 9 
through 12, respectively. These surveys help to provide a picture of the health risks that children 
face (e.g., safety in the school, relationship violence) or take upon themselves (e.g., smoking, 
drinking, using drugs, driving without a seatbelt, driving while intoxicated or on drugs). Because 
sources like these are unavailable for younger children, the dynamics of their environment must 
serve as a surrogate to understand the degree to which their environments are safe and nurturing. 

1. Early Childhood Education and Childcare 

a. Early Childhood Education 

i) Head Start  

One of the most successful national early childhood education programs is Head Start which is a 
federally funded comprehensive preschool program for children from low-income families. 
Since 1965, the Head Start program has provided many low-income children ages 3-5 with child 
care services, as well as critical early education and support services. The Early Head Start 
program, created in 1995, expanded these services to infants and toddlers from birth to age 2 and 
to pregnant women. In Pennsylvania, the program is offered through a network of nearly 800 
centers, operated by a variety of local nonprofit agencies, including public school systems. In 
2003-2004, 36,370 children participated in Head Start in Pennsylvania. 

Head Start provides a high-quality, developmentally appropriate education program to children 
and their families. In addition, the program ensures that children receive needed medical 
services, including age-appropriate screening and immunizations; dental checkups; and needed 
dental care, nutrition, and social services. A family service plan is developed each year to help 
identify goals that will improve the ability of the family to meet their needs. Often, this involves 
making connections to education, training, or employment. Home visits are employed to ensure 
that Head Start staff are fully aware of the family needs and relevant issues. Parent involvement 
is a key element of Head Start with parents participating in every aspect of the program, 
including program governance. 
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There are currently 84 Head Start program sites across Pennsylvania. There are migrant Head 
Start programs for migrant and seasonal farmworkers in six counties: Adams, Berks, Chester, 
Erie, Franklin, and Lackawanna. There are also 35 Early Head Start programs in 27 
Pennsylvania counties. This program is designed to provide comprehensive child development 
and family support services to low-income families with children under age 3 as well as to 
pregnant women. 

A critical step for ensuring that children enrolled in Head Start receive needed medical services 
is obtaining insurance coverage. For the 2003-2004 program year, 95.03 percent (34,564) of 
children had some form of health insurance; 1,806 or 5 percent had no health insurance.  

 An indicator of coordination of medical care is having a medical home; 94 percent of all 
children had a source of continuously accessible care. 

Table VIII-13. 
Health Insurance Coverage of Head Start Children, 2003-2004 

Type of Health Insurance Number of Children % of Children 
Medicaid/EPSDT 26,038 75.3 
SCHIP 2,118 6.1 
Combined SCHIP/Medicaid 298 0.9 
State-funded insurance 573 1.7 
Private health insurance 5,465 15.8 
Other health insurance 72 0.21 

     Source: PA Head Start Program 

Pennsylvania was 1 of only 10 States that did not invest State dollars in Head Start or similar 
preschool initiatives to ensure that at-risk children would be ready for school. However in 
December 2003, the Legislature approved the Head Start Supplemental Assistance Program. 
With $15 million in funding to expand pre-kindergarten Head Start services for eligible children 
throughout Pennsylvania, Head Start Programs will be able to enroll additional 3 and 4 year-old 
children and expand full-day and full-year service opportunities for children and families. 
Participating Head Start programs have demonstrated the need for additional Head Start services 
in their service areas. Criteria for the development of additional services include: the ability to 
expand, either independently or in cooperation with a local school district, a licensed child care 
center or registered family child care home; the ability to comply with Federal Head Start and 
State child care requirements for Head Start provided extended day services, if applicable; and 
the ability to work collaboratively with child care, if a child care collaboration is used for 
extended day services. 

ii) Other Early Education Programs  

Recently there have been significant State financial commitments made to new early learning 
programs. This has been based on the Governor’s priorities for early care and education that 
includes establishing early learning programs, improving the capacity of existing programs 
assuring access to early education, and coordinating and integrating early childhood and child 
care systems and programs. Early childhood education is seen as vital to student success. The 
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Department of Education’s priorities for early childhood education include high-quality 
preschool option, voluntary full-day kindergarten, reduction of class size in the early grades, and 
acquisition of early literacy and numerical skills. 

Key among the State’s financial commitments, in addition to the $15 million to Head Start, has 
been the Accountability Block Grants, begun in 2004-2005 with an initial funding of $200 
million. These monies are available to school districts to support any of several proven programs 
to improve educational achievement of students. Among the many options are three specifically 
focused on early childhood. School districts may establish, maintain, or expand programs that 
provide all of the following: 

1) Quality pre-kindergarten 

2) Full-day kindergarten programs  

3) Reduced class size in the early grades, kindergarten through 3rd-grade  

About half of the funds are earmarked for full-day kindergarten programs. 

Other programs or funding sources made available for early childhood education are: 

• BUILD Project. This initiative is designed to help States build a coordinated 
system of programs, policies, and services that: respond to the needs of families; 
carefully use public and private resources; and effectively prepare young children 
for a successful future. Pennsylvania is one of five States selected to participate in 
this national initiative. Pennsylvania’s goals are to 1) develop a common vision 
among State officials for building the Early Childcare and Education System; 2) 
create an interdisciplinary team that takes a leadership role in building the system; 
3) establishing early learning standards relevant to kindergarten and find ways to 
apply the standards; 4) develop professional development programs; 5) Devise an 
equitable, fully financed system for early learning; and 6) engage the public to 
communicate the importance of early childhood education. 

• State Basic Education Subsidy Funds. State subsidy funds are available to help 
support full-day and half-day kindergarten programs for 4 and 5 year-olds. 

• Federal Title I Funds. Federal Title I Funds may support preschool programs for 
3 to 5 year olds and kindergarteners. 

• Early Intervention Programs for children ages 3 to 5 who have disabilities or 
developmental delays. Programs may be funded with State Early Intervention Act 
funds (Act 212 of 1990) and Federal IDEA funds (Individuals with Disabilities 
Education Act). 

• Education for Homeless Children and Youth Program funded by Title VII-B of 
the McKinney-Vento Homeless Assistance Act as Amended by NCLB. 

• Migrant Education Programs supported by State and Federal Title I. 

• Even Start Family Literacy. 



 

Health Systems Research, Inc. Children and Adolescents Page 173 

• Reading First. 

• Child and Adult Care Food Program (Food Stamp Nutrition Education). 

b. Childcare 

The annual Federal payment to Pennsylvania for child care in 2004 was 1.42 billion dollars. Of 
this, $376 million came from TANF and constitutes the Child Care Development Fund (CCDF). 
Childcare is coordinated through four regional daycare offices covering Western Pennsylvania, 
Central Pennsylvania, the NE counties, and the SE counties. Additionally, there are childcare 
information services in each of the counties. The regional offices oversee licensed daycare, help 
provide information to these facilities and help families find appropriate daycare. Parents can use 
the 877-4-PA-Kids number to find daycare; called Child Care Works this program assists 
working families at or below 200 percent of poverty, up to $37,700 for a family of 4. The Child 
Care Resource Developers assess local child care needs and distribute seed money to build and 
improve capacity. They also provide child care training. Two programs, Keystone STARS and 
Early Childhood Education Linkage System (ECELS), bring more coordination and a focus on 
quality to child care programs.  

Keystone STARS is Pennsylvania's program to improve the quality of child care. Quality 
environments for children contribute to increased social and emotional development, learning 
skills, and school readiness. The Keystone STARS program provides Standards, Training, 
Assistance, Resources, and Support (STARS) to facilitate continuous improvement and 
recognize achievement by childcare providers.  

Keystone STARS is a voluntary program that recognizes Department of Public Welfare 
regulated childcare providers that exceed State health and safety licensing requirements. 
Pennsylvania licenses childcare centers and group day homes that have seven or more children 
unrelated to the operator. It registers family day care homes that provide care for four to six 
children unrelated to the provider. Keystone Stars is available to all of these providers regulated 
by Department of Public Welfare.  

Keystone STARS has a quality rating system beginning with the Start with STARS level and 
progressing up through a STAR One, Two, Three, or Four designation. Each STAR designation 
has its own research-based performance standards or benchmarks that are linked to improving 
outcomes for children. According to the State Web site, STAR One is relatively easy to obtain 
for any provider who has achieved the minimal health and safety standards required by licensing. 
The highest rating Star Four is similar to meeting accreditation standards developed by the 
National Association for the Education of Young Children (NAEYC). A child care provider 
moves through the STAR levels utilizing a self-assessment process. 

The STARS program is administered by four regional Child Care Resource Developers 
(CCRDs). A CCRD STARS manager is available to all providers for STARS information, 
assistance in the self-study process and connection with resources and opportunities available to 
providers as they move through the STARS system. 
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Pennsylvania has approximately 9,000 regulated child care providers. Currently, 1,313 of them 
are participating in the Keystone Stars program. Keystone Stars provides families with a valuable 
tool to assess the quality of their child care provider. 

Through Healthy Child Care Pennsylvania, ECELS provides health professional consultation, 
training, and technical assistance to improve early childhood education programs in the 
Commonwealth. To carry out this work, the PA AAP works closely with government, early 
childhood educators, and health professionals. Healthy Child Care Pennsylvania serves an 
estimated 12,000 programs with more than 275,000 children. The programs include childcare 
centers (childcare and Head Start), large and small family childcare homes, and nursery schools. 
Health Child Care Pennsylvania is the key State-funded component of Pennsylvania's health and 
safety initiative for childcare programs. The PA AAP supplements State funds with grants from 
private foundations and industry.  

To improve the quality of group care, Healthy Child Care Pennsylvania provides five basic 
services:  

• Linkages between health professionals and programs that care for young children 
in groups  

• Telephone advice about health and safety issues for early childhood professionals  

• Free library of audiovisual materials  

• Quarterly newsletter, HEALTHLINK, distributed to all identified PA early 
childhood care and education programs and health consultants  

• Arrangements for health and safety training for caregivers, licensing staff, and 
health consultants for early childhood programs.  

Healthy Child Care Pennsylvania provides telephone assistance to 300-400 callers per month. In 
addition to providing materials and advice, the staff offers child care providers links to a local 
health professional for further support as required. Most of these health professionals work as 
volunteers. Healthy Child Care Pennsylvania links nurse-consultants with physicians for further 
medical professional support and taps the expertise of specialists for technical advice. The 
Healthy Child Care Pennsylvania Health Consultant Registry includes more than 1,100 health 
professionals.  
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What Did Parents Say About Childcare? 
 

“I was working and applied for subsidized childcare, I was on the waiting list for 6 months and trying to 
get care during that time; finally I had to quit my job and apply for welfare”…Philadelphia Focus Group 
 
“Childcare is so expensive, my husband and I both work and we have to do swing shifts which we don’t 
want to do but need to in order to take care of the kids”….Harrisburg Focus Group 
 
“I found out about childcare from my doctor at Reading High School”…Reading (Spanish) Focus Group 
 
“The really hard part is the in-between age when they don’t want to go to daycare but are too young to 
go home by them selves”…Wilkes-Barre Focus Group 
 
“It is hard to get Childcare Network, they will only give it to you if you have a job and you have to have a 
job to get it”…Harrisburg Focus Group 

2. Schools and the Health Services They Offer 
 
Of the 3.1 million children in Pennsylvania, 2.1 million (2,123,868) were enrolled in 
Pennsylvania schools during School Year (September 2003-June 2004) 2003-04. Eighty-six (86) 
percent were enrolled in public schools, and 14 percent were enrolled in private or nonpublic 
schools. Like the population of children in Pennsylvania, school enrollments have been 
declining. Projected enrollments are declining by 1.9 percent. The enrollment figures for private 
and nonpublic school enrollments are also declining. This is the opposite of the national trend 
towards increasing private and nonpublic education as compared to public education. 
 
Pennsylvania is a local control State. As such, most policy and enforcement power is held by 
local school boards located in the 501 school districts throughout the Commonwealth. 
 
a. Health Education  
 
One requirement of schools is the provision of health education to students. However, because of 
local control, the State can only recommend how this is to occur. As a result, reports of the forms 
that health education takes across the State are variable. The State Health Education Standards 
specify what children should know at the completion of grades 3, 6, 9, and 12. There are five 
major areas specified with specific topics under each. These areas are: 

1) Concepts of Health  

Includes: Stages of growth and development; interaction of body systems; 
nutrition; alcohol, tobacco and chemical substances; health problems and disease 
prevention 

2) Healthful Living 

3) Safety and Injury Prevention 

4) Physical Activity 

5) Concepts, Principles, and Strategies of Movement. 
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HIV/STD prevention education, with an emphasis on abstinence, is mandated, but there is no 
mandate for sexuality education at any grade. 

b. Health Services  

The State requires school districts to provide health and school nurse services to students in 
public, private, and nonpublic schools. These services include medical and dental examinations 
and five different health screenings (growth, vision, hearing, scoliosis, and tuberculosis) at 
specified intervals; nursing services, including the treatment of acute and chronic conditions, first 
aid, and emergency care; medication administration; health counseling and health promotion; 
maintenance of student health records; and assessment for school immunizations. School nurses 
also deal with issues such as drug and alcohol abuse, school violence, and teenage pregnancy. 
Their services are provided within the framework of professional nursing practice, through 
which the nurses address the physical, mental, emotional and social health of their students. The 
duties and functions of school nurses are determined, in large part, by the health conditions of the 
populations they serve. As licensed health care providers, the school nurses must respond 
without direct medical supervision to the unique health related issues present in their school.  

School Districts employ certified school nurses and registered and licensed practical nurses to 
assist the certified school nurses. For school year 2003-2004, there were 2,126 certified school 
nurses, 349 registered nurses and 232 licensed practical nurses providing health services in the 
Commonwealth’s school districts, charter schools and comprehensive vocational-tech schools. 
The Statewide average certified nurse-to-student ratio is 1:961. This ratio is based on SY 2003-
04, with an average daily enrollment of 2,043,286. In SY 2002-03, 50 districts had caseloads that 
exceeded 1:1,500. Pennsylvania has set as its maximum certified school nurse-to-student ratio 
1:1,500. 

c. School Health Consultants  

Six full-time School Health Consultants, located in each of the Department’s six District Offices  
provide information, consultation, technical assistance, training, and coordination of programs 
and services to schools, parents, and the community at large regarding school health programs 
and services. These individuals coordinate all Health District program initiatives related to 
school health and each is the point of contact within the District Health Office regarding school 
health. Their responsibilities include: 

• Identifying and prioritizing regional school health needs and working in 
collaboration with local education agencies (LEAs – intermediate units, school 
districts, charter schools, nonpublic schools), other public health agencies and 
communities to address those needs 

• Collaborating and coordinating with other Health Department staff (e.g., family 
health, environmental health, chronic & communicable disease) in addressing 
school district health program issues 
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• Coordinating the implementation of Departmental program initiatives that benefit 
the school age population and providing assistance to LEAs to resolve any 
problems encountered during implementation 

• Monitoring school district compliance with relevant statutes and regulations 
pertaining to school health and recommending improvements as needed 

• Assessing the education and training needs of school district school health 
personnel and facilitating and/or providing localized and regional informational 
and training opportunities within the Health District 

• Providing information, consultation, and technical assistance to school districts, 
parents and the community at large regarding matters pertaining to school health 
programs and services, including a safe and healthy school environment 

• Maintaining ongoing communication with LEAs regarding requirements, policies, 
initiatives, and projects of the Department of Health that affect school health 
programs 

• Working with LEAs in developing quality assurance programs for the school 
health program 

• Assisting the Department of Health in developing and updating school health 
manuals/guidelines, standardized reporting forms, and data collection instruments 

• Promoting the development of School Health Advisory Councils, regionally or 
per school district, and fostering involvement of local health departments 

• Working with LEAs and the community to identify and obtain resources to 
enhance and improve school health programs. 

Two additional consultants are located in the Division of School Health and have statewide 
responsibilities. 

3. Creating a Safe and Supportive Environment 

Caregivers who are outside of the educational and childcare environment, in areas such as 
nutrition and safety, must also help ensure that children grow in a safe and supportive 
environment. 

a. WIC  

The Special Supplemental Nutrition Program for Women, Infants, and Children (WIC) serves 
low-income pregnant, postpartum and breastfeeding women, infants, and children up to age 5 
who are at nutritional risk. The program provides nutritious foods, information on healthy eating, 
and referrals to health care. Pennsylvania ranks 8th in total WIC participation among the 88 State 
and territorial agencies. The State contracts with 24 county and private nonprofit agencies to 
deliver WIC services at the local level in all 67 counties at over 360 sites. 



 

Health Systems Research, Inc. Children and Adolescents Page 178 

As the Table VIII-14 shows, the highest proportion of WIC enrollees in Pennsylvania is children. 

Table VIII-14. 
WIC Participants, December 2004 

Pregnant  21,827 
Breastfeeding 7,648 
Postpartum 23,667 
Infant 68,946 
Child 138,801 

        Source: WIC Program Data, 2004 

WIC is not an entitlement program and eligibility is determined not only by income but also by a 
health professional’s designation of nutritional risk. This is determined by measuring height and 
weight, conducting a simple blood test, and reviewing participant’s medical history and dietary 
intake. 

Two types of nutritional risk are recognized for WIC eligibility: 

1) Medically based risks such as anemia, underweight, overweight, history of 
pregnancy complications, or poor pregnancy outcomes 

2) Dietary risks such as failure to meet the dietary guidelines or inappropriate 
nutrition practices.  

The table below displays leading areas of child nutritional risk upon enrollment. 

Table VIII-15. 
Children Enrolled in WIC by Nutritional Risk, December 2004 

 
Nutritional Risk at WIC Enrollment # % 
Inappropriate feeding practices for children, pica, or inadequate 
consumption of at least one major food group (CJ) 

95,899 69.0 

At risk of becoming overweight (DG) 16,161 11.7 
Overweight (>95% on BMI charts) (DH) 11,058 8.0 
Low hemoglobin (Hgb): 11.omg/dl (AA) 15,161 11.0 
Underweight or at risk of becoming underweight (DK) 11,922 8.6 
Improper formula dilution, poor sanitation; routine use of bottle 
beyond 14 months of inappropriate liquids in bottle (HF) 

16,398 11.8 

     Source: WIC Program Data, 2004 
 
When a family must stretch its limited food dollars, children are at risk. Many children from food 
insecure homes show signs of poor nutrition such as stunted height or low iron levels, due to 
varying disadvantages that lead to suboptimal food choices. These children often consume 
enough calories but have diets high in fat, sugar, and sodium that put them at risk for becoming 
overweight and developing chronic diseases as adults. In addition, these children frequently have 
limited access to exercise, leading them to be overweight. 
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b. Child Safety Seats  
 
Pennsylvania’s child passenger protection legislation (February 2003) implemented a booster 
seat law which requires all children under 8 years of age to ride in an approved child restraint or 
booster seat when traveling anywhere in the motor vehicle. It is recommended for maximum 
protection that the child be in the back seat of the vehicle. Prior law also still requires all drivers 
transporting children under 4 years of age to securely restrain those children in an approved child 
restraint system. (Act 53, 1983/Act 22, 1993/Act 229,2002 (Revised 2/03): All drivers operating 
a passenger car, Class I and Class II truck, classic motor vehicle, antique motor vehicle or motor 
home shall securely fasten infants and children under 8 years of age in an approved child 
restraint/booster when riding anywhere in the motor vehicle, including the cargo area.) The law 
is primary for children under the age of 4 years and secondary for children between the ages of 4 
and 8. Hospitals are required to notify parents of the PA Child Seat Law and also the location of 
car seat loan programs in the community and provide educational materials about the law. 

4. Child Abuse and Mortality 

Some children are not well served by their home environment. In 2003, almost 24,000 reports of 
child abuse were received by Pennsylvania authorities. 

a. Child Abuse 

The Pennsylvania ChildLine and Abuse Registry has an intake unit available 24 hours a day to 
receive reports of suspected child abuse. Based on the information provided by a caller, trained 
intake specialists determine the most appropriate course of action, which can include forwarding 
a report to a county agency for investigation or referring the caller to a local social service 
agency. Specialists can provide families with information and referrals to counseling services to 
ensure the safety of children in the household. If a report is submitted to protective services for 
investigation, a caseworker has 60 calendar days to complete a family assessment and determine 
if the family is in need of protective services. Services are arranged during the assessment period 
to assure the safety of the child.  

It is difficult to compare the rate of child abuse in Pennsylvania with that of other States due to 
differences in the definition of child abuse. Pennsylvania’s Child Protective Services Law 
(CPSL) defines child abuse as serious physical injury, sexual abuse or exploitation, serious 
mental injury, serious physical neglect, and imminent risk of serious physical injury or sexual 
abuse. With the exception of reports of sexual abuse or exploitation, the threshold for 
substantiation of a report rests upon substantial evidence that the injury was of a serious nature.  

State data collected were based on this more-narrow definition, and as a result, Pennsylvania has 
a significantly lower number of both children who are the subject of a report alleging child 
maltreatment per 1,000 children and child victims per 1,000 children. However, Pennsylvania’s 
definition does not preclude the provision of protective services to children who are determined 
to be at risk of abuse or neglect. In March 2003, the Volunteers for Children Act was 
implemented to strengthen the Child Protective Services Law (CPSL) by permitting FBI checks 
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of PA residents who apply for employment in child care services or to adopt a child. This helps 
the Department of Public Welfare to close a gap in the CPSL that had left some children at risk. 

Overall, there were 23,602 reports of child abuse in 2003 (compared to 24,408 in 2002). This is 
equivalent to a rate of 8.2 (and 8.3) total reports per 1,000 children. Approximately 19 percent of 
these 2003 reports (and 20.7 percent of the 2002 reports) were substantiated. The State-level 
rates of substantiated reports of child abuse per 1,000 children were 1.7 in 2002 and 1.6 in 2003. 
Across the Commonwealth, 8.4 percent of reported cases of child abuses constituted suspected 
re-abuse. Of 5,057 substantiated reports of abuse in 2002, 1,939 were victims of physical abuse, 
197 were victims of neglect; 146 were victims of medical neglect, 2746 were victims of sexual 
abuse, and 81 were victims of psychological maltreatment. Victimization rates differed by age in 
2002. The highest rate was among 12 to 15 year olds. The table that follows displays these rates. 

Table VIII-16. 
Child Abuse by Age, 2002 

Age Group Abuse Victimization Rate 
0-3 years old 1.5 per 1,000 population (848/568,704) 
4-7 years old 1.7 per 1,000 population (1021/593498) 
8-11 years old 1.7 per 1,000 population (1163/666165) 
12-15 years old 2.1 per 1,000 population (1427/694768) 
16-17 years old 1.6 per 1,000 population (550/340008) 
Source: DOH, 2003 Child Abuse Annual Report 

Other information about child abuse in Pennsylvania in 2003:  

• In 25 of Pennsylvania’s 67 counties, more reports of abuse were received in 2003 
than in 2002. 

• Of the substantiated reports of abuse, the living arrangement at the time of abuse 
was highest for children living with a single parent (47 percent); the second 
highest living arrangement was children living with 2 parents (31 percent). 

• Parents were responsible for 44 percent of all injuries to abused children. 

• Babysitters were responsible for the 3rd largest number of injuries. 

• Parents were the most frequent perpetrators of child abuse deaths – mothers 
account for 40 percent of all perpetrators in child deaths due to abuse while 
fathers account for 21 percent. 

• A total of 166 substantiated reports involved children abused in childcare settings 
(not babysitters). 

• Of the 36 substantiated deaths, none of the children had been previous victims of 
substantiated abuse. 

• Ten (10) children died as a result of serious physical neglect. 
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b. Mortality 
 
Evidence of an unsafe environment can sometimes be found in child mortality figures. In 2003, 
1,740 children in Pennsylvania died. This was a decline of 44 children from 2002 and 89 fewer 
than in 2001. 

Death rates by age group have remained essentially unchanged between 2000 and 2002. There 
was a slight decline in the rate of deaths among children ages 5 through 9. 

Table VIII-17. 
Mortality Rates by Age, 2000 and 2002 

Age 
Group 2000 Rate* 2002 Rate* 

5-9 137 0.2 107 0.1 
10-14 147 0.2 182 0.2 
15-19 505 0.6 558 0.6 

  Source: PA Vital Statistics, 2000 and 2002 
  *Rate per 1,000 population for each specified age group. 

In 2002, the leading specific cause of death in 5 to 24 year olds was unintentional injury (44 
percent); 30 percent of all deaths were due to motor vehicle accidents. Assault (homicide) was 
the cause of 13.4 percent and suicide for 11.7 percent. Malignant neoplasms were the cause of 
6.1 percent of deaths in this age group. Just looking at the top three causes of death in this age 
group, it is striking to recognize that over half of these deaths were preventable. 

In 1991, the Pennsylvania Chapter of the American Academy of Pediatrics and the Pennsylvania 
Departments of Public Welfare and Health joined together and formed the Pennsylvania Child 
Mortality Review to understand how and why children die in Pennsylvania. The mission of the 
group is to promote the safety and well-being of children, and to reduce preventable child 
fatalities. Case specific death reviews for children ages birth to 19 years are conducted by county 
multidisciplinary child death review team (CDRT) using a public health perspective. An 
important facet of the reviews is prevention, which helps identify gaps in service development 
and delivery on an ongoing basis, and identifies risk factors that lead to death. Prevention 
strategies implemented or promoted through the collaborative efforts of CDRT include Cribs for 
Kids, Shaken Baby Education Program, and suicide prevention programs (Pennsylvania Child 
Death Review Team, 2001). There is a State team and 58 active local CDRTs covering 32 of the 
67 counties (PA Chapter AAP, 2005). In 2003, 97 percent of the 1,740 cases were available for 
review. One hundred and twenty (120), or 7 percent, were reviewed by a local team. Despite 
trends of declining deaths among children, the percent of cases reviewed has declined. In 1999, 
52% of cases were reviewed compared to 41% in 2001 and 7% in 2003 (Pennsylvania 
Department of Health, 2005g) 
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5. Out-of-Family Living Arrangements 
 
Sometimes birth homes do not provide a healthy living environment for a child. When this is 
extreme, children can be taken from these homes by the authorities and placed into alternative 
living conditions such as foster care. At other times, new, adoptive, homes are created for 
children. 

a. Foster Care  

Being removed from their home and placed in foster care is a difficult and stressful experience 
for any child, as children often blame themselves for their circumstances, may wish to return to 
abusive situations, and feel unwanted and helpless. In 2001, there were 21,237 children in out-of-
home care for an average of 20 months. The counties with the highest percentages of foster 
children are Forest (2.9), Huntingdon (2.6), Luzerne (2.4), Schuylkill (2.2), Venango (2.1) 
Westmoreland (2.2), and Wyoming (3.2) (Pennsylvania Department of Health, 2005h). 

The goal of foster care is to provide a caring temporary environment for children while services 
are offered to parents in order to reunite the family. While 58 percent of foster care children are 
eventually reunited with their families, many leave their foster families for other reasons. 
Fortunately, the percentage of runaway situations has nearly become obsolete with an increasing 
number of children obtain permanent guardians and more and more children finding permanent 
families through adoption. Sixty-nine (69) percent returned to live with their immediate or 
extended family. An interesting figure, because it speaks to the need for transitional training for 
children as they age out of the foster care system, is that 6 percent of children in 2001 left the 
foster care system because of their emancipation. 

Table VIII-18. 
Reason for Discharge, 1998-2001 

 1998 1999 2000 2001 
Reunification 60.4% 60.6% 59.9% 58.2% 
Live with other relatives 10.5% 10.6% 10.9% 9.6% 
Adoption 12.1% 12.4% 13.9% 14.9% 
Emancipation 5.8% 5.7% 5.8% 5.8% 
Guardianship 0.9% 1.0% 1.1% 1.3% 
Transfer to another agency 5.6% 5.0% 4.4% 5.6% 
Runaway 3.8% 4.2% 3.7% 0.0% 
Death of child 0.2% 0.2% 0.1% 0.1% 

     Source: Child Welfare League of America 
 
b. Adoption  

There are several programs designed to facilitate the adoption process. The Pennsylvania 
Adoption Exchange (PAE) maintains a listing of children awaiting adoption and families 
approved for adoption in the hope of finding suitable matches. The Statewide Adoption Network 
(SWAN) works to assemble agencies and individuals involved in the adoption process. It 
maintains a toll-free hotline and serves as a resource to parents interested in obtaining 
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information about adoption or requesting assistance with the adoption process. Special priority is 
placed on the adoption of children with special needs, which includes those who are part of a 
sibling group, older than 5 years of age, members of a minority group, and those with special 
physical or emotional needs. 

In 2001, approximately 4,750 Pennsylvania children were adopted. Thirty-five (35) percent of 
adoption cases were managed through public agencies. Pennsylvania follows the pattern of many 
larger States that have a higher percentage of international adoptions due to their population size. 

 Table VIII-19. 
Adoption by Race, 1998-2001 

 1998 1999 2000 2001 
White children adopted 505 592 700 772 
Black 963 842 973 743 
Hispanic 70 69 111 143 
Non-Hispanic 924 954 1373 1286 
Native American 2 1 1 2 
Asian/Pacific Islander 3 1 4 10 
Race/ethnicity unable to be 
determined 

565 449 262 164 

     Source: National Adoption Information Clearinghouse 
 
African American children make up about 45 percent of the children in public foster care, and 
more than half of all children waiting to be adopted. 
 
Outcome 3: Adolescent children use ongoing health services appropriate to their stage of 
growth and development. 
 
Adolescence is often a time when children do not receive ongoing healthcare, typically because 
they are viewed as healthy with little reason to seek healthcare services. Despite the fact that 
adolescence is typically a time of positive health status, preventive care is important during this 
period as this is a time when children act more independently and require health services 
sensitive to their health risks and to their need for independence. 

1. Primary Care 

a. Screening and Health Care  

Many of Pennsylvania’s children are served by managed care organizations. These organizations 
use HEDIS measures to monitor and evaluate the quality of services being provided to their 
members. Two of these measures are specific to adolescents.  
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b. Adolescent Immunization Status  

This HEDIS measure tracks the percentage of 13 year old adolescents, who have received a 
second MMR vaccination, 3 hepatitis B vaccinations, and 1 chicken pox vaccination. In 2003, 
48.1 percent of adolescents enrolled in CHIP programs received appropriate immunizations, an 
increase of 14 percentage points over the previous 2 years. In the Philadelphia region, the mean 
for commercial plans was 38.7 percent while the national mean for commercial plans was 31.2 
percent. However there are plans in both the Nation and in the Philadelphia region that are 
immunizing approximately 60 percent of adolescents, so there is room and an example for 
improvement (HEDIS Report 2003). 

c. Adolescent Well-care Visits  

The Bright Futures health supervision guidelines and EPSDT, recommend annual well-care 
visits for adolescents. The HEDIS adolescent well-care visit measure determines the percentage 
of members, ages 12 to 21 years, who had at least one well-care visit with a primary care 
practitioner or an OB/GYN practitioner. 

In 2003, adolescents enrolled in CHIP plans had a slightly higher rate of well-care visits than 
those enrolled in commercial plans. Among CHIP adolescent enrollees, 43.2 percent had at least 
one well-care visit while in commercial plans in 2002, 40.1 percent of adolescents had at least 
one well care visit. The 43.2 percent figure is an increase over 2001 (39.4 percent) and 2002 
(38.9 percent). Rates of visits among CHIP adolescent enrollees compare favorably to 
commercial rates in the Philadelphia region with a rate in the 90th percentile of 43.8. However, it 
is important to note that the 90th percentile rate nationally is 53.0 percent. 

d. EPSDT and Adolescent Screening  

The EPSDT program is as discussed above, a prevention-focused program available to all 
persons under age 21, enrolled in medical assistance. In 2002, 147,740 adolescents ages 15 to 18 
years were eligible for EPSDT. Of these, a total of 47,527, or 32 percent, received at least one 
well-care visit (screening). Interestingly, in 2002, the same percentage received some form of 
dental services with 25 percent receiving preventive dental services. 

e. School-based Health Clinics  

In 1999-2000, there were 31 school-based health clinics across Pennsylvania; 23 percent were in 
middle schools and 29 percent in high schools. The school-based health clinic program is very 
limited in part due to some reimbursement practices. Many of the clinics use nurse-practitioners 
as the health care providers and their services are not reimbursable under Medicaid or CHIP.  

2. Reproductive Healthcare 

Adolescence is often the period in which people become sexually active. Unprotected sexual 
activity can, of course, lead to unwanted parenthood or disease acquisition. 



 

Health Systems Research, Inc. Children and Adolescents Page 185 

a. Contraception and Other Reproductive Care Services 

State policy grants high school graduates and minors (married or pregnant) access to medical 
care in general, including contraceptive care. Parent notification is prohibited. If a teen is 
pregnant, State policy permits access to prenatal care without parental consent and caregivers 
may not notify parents (Alan Guttmacher Institute). 

We were not able to identify agencies or organizations that serve adolescent reproductive health 
needs specifically or uniquely. However, adolescents do receive reproductive health care through 
Title X supported clinics as well as from Planned Parenthood clinics. These organizations 
provide services on a sliding-scale basis. There are 244 Title X-supported clinics in 
Pennsylvania. Nine are administered by health departments, 74 by hospitals, and 45 by Planned 
Parenthood. Fifty are administered by community health centers and 66 by other types of 
agencies (Alan Guttmacher Institute). 

b. Pregnancy 

The Healthy People 2010 objective with regard to pregnancy and adolescents is to reduce the 
rate among 15 to 17 year-olds to 46 per 1,000 age-specified female populations. In 2002, 3.7 
percent of all reported pregnancies in Pennsylvania were for women ages 17 and under. The rate 
of pregnancy in women under 15 was 1.2 and 23.7 for women 15 to 17 years old. A full 
discussion of adolescent pregnancy can be found in Chapter VI of this report.  

c. Abortions 

If pregnant minors are seeking abortions, parental consent is required, unless the minor has 
judicial approval. In cases of medical emergency, parental and judicial involvement are not 
necessary to perform an abortion (Alan Guttmacher Institute). In 2003, 17.6 percent of all 
abortions were performed on adolescents 19 years old and under. Some 6.5 percent were 
performed on women age 17 years and under. In 2002, the counties with the largest number of 
teens (15-19) obtaining abortions were Philadelphia (2,039), Allegheny (756), Delaware (337), 
Montgomery (287), and Bucks (261) (Alan Guttmacher Institute). 

d. Births 

Among females less that age 15 years in Pennsylvania in 2002, there were 235 live births 
reported while there were 4,279 live births to 15 to 17 year-olds. The rate in the 15 to 17 year old 
age group has been declining during the period between 2000 and 2002. Based on 2000 natality 
statistics, Pennsylvania’s ranks 39th nationally with its teen pregnancy rate (Alan Guttmacher 
Institute). A full discussion of birth rates in general, including for adolescents, is found in 
Chapter VII of this report. 
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Programs for Pregnant and Parenting Adolescents  

There are two programs operated by the Pennsylvania Department of Education for pregnant and 
parenting adolescents. During the 2003-2004 school year, these programs served 7,190 students. 
Eighty-six percent were female, and 14 percent were male (Center for Schools and Communities, 
2001). Of the 1,966 students eligible to graduate, 1,382 (70.3 percent) did. Ninety-nine percent 
of students in the programs were covered by health insurance; 86 percent enrolled in Medicaid 
and 2 percent in CHIP. 

• Pregnant and Parenting Teen Initiative 

In 1985 the Pennsylvania Department of Education introduced a school-based Pregnant and 
Parenting Teen (PPT) initiative to keep students in school and help them obtain a high school 
diploma. The program is not only academic but also focuses on building parenting skills. 
Programs include the following core elements: provision of health and nutrition education, 
individual and group counseling, developing parenting skills and an understanding of child 
development, goal setting, and vocational and career counseling and assistance in accessing child 
care and transportation services. To be sustained, programs must have drop out rates under 10 
percent, participant graduation rates must be at a minimum of 90 percent among seniors, and 
students should maintain or improve their GPA during program participation. All pregnant and 
parenting teens, of either sex, who are enrolled in school, are eligible for services. There were 
1,010 students enrolled in the PPT program during the 2003-2004 school year (Center for 
Schools and Communities, 2001). 

• Education Leading to Employment and Career Training (ELECT)  

In 1990, the Pennsylvania Department of Education partnered with the Pennsylvania Department 
of Public Welfare to create the Education Leading to Employment and Career Training (ELECT) 
initiative. This initiative was designed to expand services to parenting or pregnant teens. Services 
are available to in-school teens or those who are enrolled in a GED program. There are 
components of the program that are specifically targeted to fathers (ELECT Fatherhood 
Initiative) and to at-risk younger teens (grades four through eight), the latter being a prevention 
program using focused after-school activities (ELECT Student Works). 

During the 2003-2004 school year, 4,297 adolescents were enrolled in ELECT (without Student 
Works) and 1,883 were part of the Student Works program (Center for Schools and 
Communities, 2001). 

e. Sexually Transmitted Diseases and Services 

Rates of the most common sexually transmitted diseases (STDs) are disproportionately high 
among adolescents. These high rates are due to a combination of biological and behavioral risk 
factors that peak during adolescence, as well as the challenges faced in providing STD 
prevention for adolescents. 
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The rates of chlamydia, gonorrhea, and genital herpes are higher in adolescents and younger 
sexually active persons than in older cohorts. Approximately 11,000 cases of chlamydia were 
reported for the age groups 10-19 and 20-29, as opposed to less than 3,000 for the 30-39, 40-54, 
and 55 and older age groups (Pennsylvania Department of Health, 2001).  Regarding gonorrhea 
there were 4,500 cases reported among 10- to 19-year-olds, rising to 5,500 for the 20-29 age 
group, then falling to about 1,600 for the 30-39 age group, and about 1,000 for the 40-54 age 
group.  

STD prevention education is a mandated element of Pennsylvania schools’ health education 
programs. Pennsylvania statute also states that minors may consent to testing and treatment 
services for STDs (including HIV) and parents may not be notified. (Alan Guttmacher Institute). 
Pennsylvania provides STD testing and treatment services through free confidential STD clinics 
operated by County and Municipal Health Departments. STD patients receive tests for 
chlamydia, gonorrhea, and syphilis. High-risk female STD patients receive PAP smears. All STD 
clinics provide free antibiotics to treat syphilis, chlamydia, and gonorrhea. Hepatitis B 
vaccinations are also available through 77 percent of STD clinics. All STD patients are offered 
HIV pretest counseling and a confidential HIV test. The STD Program provides testing for 
syphilis, chlamydia, and gonorrhea to patients in family planning programs, Planned Parenthood 
clinics, and other health care settings where adolescents are seen. None of the State’s STD 
clinics cater exclusively to an adolescent population. There are, however, trial screening 
programs for chlamydia and gonorrhea in Philadelphia high schools. 

HIV/AIDS prevention, screening, and testing are important for people at risk, regardless of their 
age. While the number of new AIDS cases occurring among adolescents in Pennsylvania is too 
small to calculate statistically meaningful rates, it is important to recognize that the same risky 
behaviors (e.g., unprotected, no condom, sexual intercourse) that are associated with acquiring 
chlamydia and gonorrhea are also associated with becoming infected with HIV. 

Objective 4: Adolescent children obtain the health and lifestyle information and education 
that support lifelong positive health behaviors. 

In adolescence, children strike out independently and are at risk for adopting behaviors that may 
negatively impact their short- and long-term health. It is these health risk behaviors that 
responsive health and lifestyle information and education should address. 

Measuring health risk behaviors among adolescents occurs with health statistics gathered 
through critical incidents data such as accident, arrest, and death reports. However, because of 
their age and the fact that many behaviors that threaten lifelong positive health are legal and 
common, surveillance surveys are conducted to contribute regular information about adolescent 
behavior that may impact their current and future health. 

Since 1989, the Commonwealth of Pennsylvania has conducted a biannual survey of secondary 
school students on their behavior, attitudes, and knowledge concerning violence, alcohol, 
tobacco, and other drugs. The Pennsylvania Youth Survey (PAYS) is conducted with 6th, 8th, 
10th, and 12th grade public school students across the Commonwealth. While the Commonwealth 
does not participate in the CDC’s biannual Youth Risk Behavior Survey (YRBS), the city of 
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Philadelphia has participated since 1991. This survey, administered to a representative sample of 
9th through 12th graders in public and private schools, asks questions about health risk behaviors 
that are in a large part, consistent with the Pennsylvania Youth Survey. Like the Pennsylvania 
Youth Survey, it was last administered in 2003. Data from this survey can be used to more fully 
understand the health behavior status of youth in Pennsylvania, with a particular focus on youth 
in Pennsylvania’s largest urban center. 

The CDC also conducts the Youth Tobacco Survey, undertaken on a biannual basis in 
Pennsylvania. This survey focuses on all forms of tobacco use and is conducted with middle and 
high school students in two separate representative samples. 

1. Adolescent Health Risk Behaviors 

a. Alcohol, Tobacco, and Other Drugs 

i) Alcohol Use  

Alcohol is the most frequently used drug among Pennsylvania youth, and rates of use have 
remained relatively unchanged in recent years. Four point one (4.1) percent of 6th graders, 17.0 
percent of 8th graders, 37.9 percent of 10th graders, and 49.2 percent of 12th graders reported using 
alcohol in the past 30 days. This represents a small change from 2001, when 4.8 percent of 6th 

graders, 17.4 percent of 8th graders, 36.4 percent of 10th graders, and 48.5 percent of 12th graders 
reported this behavior (PAYS). 

National rates are unavailable for a comparison with the results of the PAYS at the 6th grade 
level. At the 8th grade level, the rate of alcohol use in Pennsylvania is 2.7 percentage points 
lower than the national rate of 19.7 percent. The percentage of Pennsylvania’s 10th graders who 
drank in the past 30 days is 2.5 percentage points higher than the national average of 35.4 
percent while the 49.2 percent of Pennsylvania 12th graders who drank in the past 20 days is 1.7 
percentage points higher than the national average. 

Alcohol use differed by race and by region. In 2001, there was a gender difference as well, but 
this difference disappeared in 2003. Table VIII-20 below displays information by gender, race, 
and region. 

Table VIII-20. 
Alcohol Use in Past-30-Days by Gender, Race, and Region, 2001 and 2003 

Characteristic 2001 2003 
   

 Gender 
Female 25.3% 26.0% 
Male 26.3% 26.4% 

 Race 
African American 17.2% 16.9% 

White 26.9% 26.7% 
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Table VIII-20. 
Alcohol Use in Past-30-Days by Gender, Race, and Region, 2001 and 2003 

Characteristic 2001 2003 
 Region   

NW 29.1% 26.7% 
NC 25.0% 25.8% 
NE 27.8% 28.5% 
SW 30.3% 29.7% 
SC 23.9% 22.7% 
SE 23.8% 24.6% 

     Source: PAYS, 2001 and 2003 
 
According to the YRBS  in 2003, 29.8 percent of Philadelphia high school youth consumed 
alcohol in the past 30 days. This figure is little changed from the 31.6 percent level of 2001 but is 
greatly reduced from the 36.3 percent figure in 1997. Alcohol use differed by race and ethnicity 
in 2003, and the level of change from 2001 to 2003 also differed by race. As can be seen in the 
Table below, fewer African American youth reported current drinking compared to White and 
Hispanic youth. This is consistent with the findings on the PAYS. However, the percent of youth 
who reported current drinking declined among White and Hispanic youth and increased among 
African American youth. 

Table VIII-21. 
Alcohol Use in Past-30-Days by Race and Ethnicity, 2001 and 2003 

Race 2001 2003 
White 60.7% 47.5% 

Black/African American 21.4% 24.7% 
Hispanic 40.6% 32.5% 

     Source: YRBS, 2001 and 2003 

ii) Cigarette Use  

In 2003, 25.8 percent of Pennsylvania 12th graders reported past 30 day cigarette use, a rate that 
is 6.1 percentage points lower than in 2001 and 14.6 percentage points lower than in 1997 but 1.4 
percentage points higher than the national level of 24.4 percent. Nineteen percent of 10th graders 
reported current smoking in 2003; this is 1.2 percentage points lower in 2001 but 2.3 percentage 
points higher than the 2003 national figure (PAYS). 

Approximately 10.9 percent of Pennsylvania 8th graders smoked, according to 2003 data; this is 
relatively unchanged from 2001, when 10.6 percent smoked and from national data; 10.2 percent 
of 8th graders reported smoking in the past 30 days. While there are no national comparison data 
for 6th graders, in 2003, 2.1 percent of 6th graders in Pennsylvania reported smoking in the past 
30 days; this is virtually unchanged from the 2.1 percent 2001 figure. 
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Table VIII-22. 
Cigarette Use in Past-30-Days by Gender, Race, and Region, 2001 and 2003 

Characteristic 2001 2003 
 Gender   

Female 16.0% 14.9% 
Male 14.9% 13.1% 

 Race   
African American 9.0% 9.1% 

White 16.1% 14.1% 
 Region   

NW 18.9% 15.8% 
NC 12.4% 16.3% 
NE 18.8% 17.3% 
SW 19.6% 14.8% 
SC 16.1% 15.8% 
SE 13.0% 11.2% 

     Source: YRBS, 2001 and 2003 

Cigarette use in the past 30 days was variable by gender, race, and region, based on 2003 data. 
Current cigarette use was higher among females than males. The percent within both groups 
declined, but it declined more sharply among males (1.8 percentage points) than among females 
(1.1 percentage points). While cigarette use among White youth declined 2 percentage points and 
essentially remained unchanged among Black youth use among White youth was 5 percentage 
points higher than Black youth in 2003. In the Northcentral region the percent of youth reporting 
cigarette use in the past 30 days increased between 2001 and 2003. 

In 2003, 13.9 percent of Philadelphia high school students reported smoking cigarettes in the past 
30 days (YRBS). This figure is lower than the 1999 figure of 23.0 percent but is not significantly 
different than the 2001 level. Current cigarette smoking levels differed by race, with more White 
students smoking (32.9 percent) than Black (9.5 percent) or Hispanic students (12.7 percent). 
The percent of African American and Hispanic students who currently smoked was not 
significantly different. Among White students, the percent of students who smoked has not 
declined since 1999, while the percent of African American and Hispanic students who currently 
smoked did decline in this period. 

Table VIII-23. 
Cigarette Use in Past 30 Days by Race and Ethnicity, 1999, 2001 and 2003 

Race 1999 2001 2003 
    

White 35.5% 34.7% 32.9% 
African American 16.3% 8.6% 9.5% 

Hispanic 24.8% 24.8% 12.7% 
     Source: YRBS, 1999, 2001 and 2003 
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iii) Marijuana Use  
 
Marijuana use within the past 30 days among 10th and 12th graders declined from 17.0 percent 
and 25.6 percent (2001), respectively, to 14.5 percent and 21.4 percent (2003) respectively. The 
Pennsylvania figures for 2003 are lower than national figures for 10th graders (17.0 percent) and 
approximately the same for 12th graders (21.2 percent). The 8.3 percent of 8th graders in 
Pennsylvania who reported using marijuana in the past 30 days is also lower than the national 
figure of 7.5 percent (PAYS). 

According to Philadelphia YRBS data, 23.9 percent of high school students used marijuana 
during the past 30 days; this figure is little changed from the 21.4 percent who reported this 
behavior in both 2001 and 1999. Current marijuana use in 2003 differed by race, with a higher 
percent of White high school students (33.3 percent) reporting current use as compared with 
Black (22.5 percent) and Hispanic (21.4 percent) students. 

iv) Cocaine and Inhalant Use  

Less than 10 percent of the respondents at any grade level reported a willingness to try or use 
cocaine or inhalants. Inhalant use among younger adolescents however, appears to be increasing. 
Between 2001 and 2003, inhalant use in the past 30 days increased among 6th graders (0.7 vs. 2.8 
percent), 8th graders (1.9 vs. 5.0 percent), and 10th graders (2.1 vs. 2.9 percent). Level of use in 
the past 30 days declined between 2001 and 2003 among 12th graders (3.0 vs. 2.0 percent). 
Levels of use among Pennsylvania teens in 2003 are higher than the national averages (4.1 
percent for 8th graders, 2.2 percent for 10th graders, and 1.5 percent for 12th graders) (PAYS). 

The 2003 Philadelphia YRBS figures are similar to the findings for 12th graders nationally; 1.4 
percent of Philadelphia high school students reported having sniffed glue, breathed the contents 
of aerosol spray cans, or inhaled any paints or sprays to “get high” in the past 30 days. Among 
White and Black students, there was no change in the percentage of students using these 
substances over time. Among Hispanic students the percent of students using inhalants decreased 
between 1999 and 2003. 

Table VIII-24. 
Inhalant Use in Past 30 Days by Race and Ethnicity, 1999, 2001 and 2003 

Race 1999 2001 2003 
    

White 2.7% 2.3% 2.9% 
African American 0.9% 1.3% 1.3% 

Hispanic 3.3% 4.4% 0.5% 
     Source: YRBS, 1999, 2001 and 2003 

Nationally in 2003, 2.1 percent of 12th graders, 1.3 percent of 10th graders, and 0.9 percent of 8th 
graders reported using cocaine in the past 30 days. Use in Pennsylvania in 2003 was slightly 
lower than national levels but increased over 2001. In Pennsylvania in 2003, 2.4 percent of 12th 
graders (2.4 vs. 1.9 percent in 2001), 1.3 percent of 10th graders (1.0 vs. 1.3 percent) and 0.7 
percent of 8th graders (0.4 vs. 0.7 percent) used cocaine in the past 30 days. 
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Slightly less than 1 percent of Philadelphia students (0.8 percent) were current cocaine users in 
2003. This figure is consistent with the national results reported in the PAYS. The levels of 
current use did not differ by race. 

b. Unintentional Injuries, Violence, and Accidental Deaths 

Injury and violence are significant threats to the health and well-being of adolescents, as 
accidents can lead to death or disability. In 2001, 125,421 Pennsylvania residents with reported 
injury cases were discharged from hospitals in the Commonwealth. Among adolescents, males 
consistently had higher injury rates than females, with the exception of poisoning. Poisonings are 
both intentional and unintentional. According to the American Association of Poison Control 
Center’s national surveillance data, about half of all poisonings are classified as suicide attempts. 
For both sexes, the leading cause of injury hospitalizations were cuts/pierces, falls, firearms, 
motor vehicle accidents, poisoning, struck by or against, and other unspecified accidents.  

The YRBS obtains self-reported data about unintentional injuries and violence among 
Philadelphia high school students. 
 

Table VIII-25. 
Causes of Hospitalization due to Injuries  

Among Adolescents, 2001 
Type of Injury Leading to 
Hospitalization  

Males 
15-19 

Females  
15-19 

Motor Vehicle 211.0 143.8 
Poisoning 127.8 213.4 
Struck by, Against 113.7 19.6 
Fall 93.5 46.8 
Firearm 65.2 7.4 
Cutting/piercing 47.3 32.2 
Unspecified  481.1 299.2 

Source: PHC4, 2001 
* Rate per 100,000 specified population 

 
 

i) Deaths due to Accidents  
 
In 2002, 595 Pennsylvania residents between the ages of 10 and 19 years old died accidentally. 
This is number changed little over the prior two year period. Consistently more males than 
females die accidentally. This is true for both the age groups of 10 to 14year-olds and 15 to 19-
year-olds. In 2002 and 2001, motor vehicle accidents were the largest cause of accidental death 
in both age categories. 
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Table VIII-26. 
Causes of Accidental Deaths Among Pennsylvania Adolescents, 2000-2002 

 2002 2001 2000 

 Total 
10-14  

yrs old 
15-19 

yrs old 
10-14 

yrs old 
15-19 yrs 

old 
10-14 

yrs old 
15-19 

yrs old 
All accidental deaths (#)        
Total 595 85 374 67 347 78 332 
Male 430 55 281 48 257 56 242 
Female 165 30 93 19 90 22 90 
All accidental deaths (%)        
Male 72% 65% 75% 72% 74% 72% 73% 
Female 28% 35% 25% 28% 26% 28% 27% 
Specific Categories        
Discharge of firearms 1% 0% 1% 1% 1% 1% 1% 
Falls 1% 0% 1% 1% 1% 0% 1% 
Other transport accidents 2% 2% 1% 13% 5% 10% 6% 
Smoke, fire and flames 3% 9% 1% 1% 1% 10% 2% 
Drowning and submersion 4% 6% 3% 9% 2% 8% 3% 
Poisoning by noxious substances 7% 2% 9% 1% 8% 0% 9% 
Suffocation and strangulation 10% 13% 9% 19% 9% 19% 7% 
Other nontransport accidents 24% 29% 18% 21% 18% 26% 17% 
Motor vehicle accidents 47% 38% 57% 31% 55% 26% 55% 
Source: PA Death Certificate Database, 2000-2002 

ii) Driving While Intoxicated  
 

As expected driving under the influence of alcohol increases with age (PAYS). While 0.4 percent 
of 6th graders reported the operation of a vehicle under the influence of alcohol, this rate 
increases dramatically once students reach 12th grade, as more than 1 out of 5 high school seniors 
(21.4 percent) reported at least one drinking and driving incident.  
 
Male students reported a slightly higher rate of driving while intoxicated than female students 
(7.6 percent and 5.2 percent, respectively) and White students than Black students (6.6 percent 
and 3.3 percent, respectively). An optimistic trend seems to be developing in that rates of driving 
under the influence of alcohol have dropped from 14.5 percent in 1989 to 6.2 percent in 2003. 
However, driving under the influence of marijuana has shown the opposite pattern as rates have 
risen from 4.7 percent in 1991 to 16 percent in 2001. 
 

iii) Seat Belt Use  
 
One factor leading to unintentional injury in an automobile accident is not wearing a seatbelt. 
Pennsylvania is a primary enforcement State; automobiles can be pulled over and their operators 
ticketed for not wearing a seatbelt without any other cause. Pennsylvania Title 75, the 
Pennsylvania Vehicle Code, Section 4581, requires that “except for children less than 8 years of 
age, each driver and front seat occupant of a passenger car, class I truck, class II truck or motor 
home operated in this Commonwealth shall wear a properly adjusted and fastened safety seatbelt 
system.” 
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In 2003, 33.7 percent of Philadelphia high school students never or rarely wore a seat belt when 
riding in a care driven by someone else (YRBS). This rate did not differ by gender or race or 
ethnicity. The percent of those who rarely or never wore a seat belt has not changed since 1999 
but is lower than the 45 percent reported in 1997. 
 

iv) Feeling Safe in Schools  
 
Schools are supposed to be safe environments for children. However in 2003, 9.6 percent of 
Philadelphia high school students did not go to school on one or more days in the past 30 days 
because they felt unsafe at school or on their way to or from school (YRBS). This did not differ 
by gender but was different by race or ethnicity. A higher percent of Hispanic high school 
students in Philadelphia reported feeling unsafe than White students. This trend is unchanged 
over time. 
 
 

Table VIII-27. 
Stayed Home from School in Past 30 Days because They Felt Unsafe  

by Race and Ethnicity, 1999, 2001 and 2003 
Race 1999 2001 2003 
    

White 5.3% 6.0% 6.2% 
African American 10.1% 8.6% 9.4% 

Hispanic 13.0% 10.6% 14.9% 
     Source: YRBS, 1999, 2001 and 2003 

v) Suicide  
 
Suicide is an act of intentional injury or violence committed against oneself. Each year in the 
United States, approximately 2 million U.S. adolescents attempt suicide, and almost 700,000 
receive medical attention for their attempt (AACAP, 2001). According to the national data from 
the YRBS, in 2001, 2.6 percent of students reported making a suicide attempt that had to be 
treated by a doctor or nurse. Estimates indicate that each year in the United States, approximately 
2,000 youth aged 10-19 successfully complete suicide. In 2000, suicide was the 3rd leading cause 
of death among young people aged 15 to 24 years, following unintentional injuries and homicide 
(CDC Wonder). The breakdown of national rates was as follows: 

• The suicide rate among children 
aged 10-14 was 1.5/100,000, or 300 
deaths among 19,895,072 children in 
this age group.  

• The suicide rate among adolescents 
aged 15-19 was 8.2/100,000, or 
1,621 deaths among 19,882,596 
adolescents in this age group.  

What Did Teens Say? 
 

“A couple of teachers came around at school 
to talk about suicide and stuff like that. It was 
hard to focus and get anything out of it, they 
are both really out-of-it. My sister had gone to 
talk with one of them about a problem and it 
got all around school…they should keep 
things to themselves” 

Williamsport (Teen) Focus Group 
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In 2002, 182 suicides, representing 13.7 percent of all suicides in Pennsylvania, occurred among 
persons 15 to 24 years old (2002 Vital Statistics). Thirteen people under age 15 years old killed  
themselves, while 72 adolescents between 15 and 19 years old did so. These figures are little 
changed between 2000 and 2002, although 12 more 15 to 19 year olds took their own lives in 
2002 than in 2000. 

Table VIII-28. 
Pennsylvania Child and Adolescent Deaths by Suicide, 2000-2002 

 Total 5-9 yrs old 10-14 yrs old 15-19 yrs old 
 2000 
Total 75 1 14 60 
Male 61 1 9 51 
Female 14 0 5 9 
 2001 
Total 78 1 11 66 
Male 63 1 11 51 
Female 15 0 0 15 
 2002 
Total 85 0 13 72 
Male 72 0 12 60 
Female 13 0 1 12 

         Source: PA Vital Statistics, 2000-2002 

Fourteen (14) percent of Philadelphia high school students stated that they had seriously 
considered attempting suicide during the past 12 months (YRBS); this is slightly lower than the 
national figure of 16.9 percent. Females were more likely than males to have seriously 
considered this act (18.7 vs. 9.1 percent); this too is lower than national estimates. This is 
interesting because it is the opposite direction from actual deaths by suicide across the State 
where males were far more likely, at least among 15 to 19 year-olds, to kill themselves. There is 
no difference by race or ethnicity, nor has there been a change in the percentage between 1999 
and 2003. 

Twelve (12) percent of Philadelphia high school students reported that they had actually 
attempted suicide one or more times over the past 12 months (YRBS); this is higher than the 
national figure of 8.5 percent. There was no gender or racial difference in students who had made 
this attempt. 

vi) Carrying Weapons  

Whether carried for offensive or defensive reasons, weapons are a precursor to violence. 
Seventeen percent of Philadelphia high school students carried a weapon such as a gun, knife, or 
club on one or more occasions over the past 30 days. Male students were more likely than 
females to have carried a weapon (22.7 percent vs. 10.7 percent). The percent of students who 
carried weapons in 2003 is unchanged from the 1999 level. There was no difference in the 
percentage of students who carried a weapon by race or ethnicity (YRBS, 2003). 
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vii) Fighting  

Even without the use of weapons, violent situations can occur. One of the most common of these 
is physical fighting. A large number of high school students in Philadelphia, 41.1 percent, were 
in a physical fight one or more times in the past 12 months. A higher percent of males than 
females were in fights (48.6 vs. 33.8 percent). The percent of students getting into fights did not 
change between 1999 and 2003 nor did it differ by race or ethnicity (YRBS, 2003). 

viii) Partner Violence  

Students are in many partner relationships over the course of their high school years and these 
relationships may include partner violence. Fifteen (15) percent of Philadelphia high school 
students in 2003 were hit, slapped, or physically hurt by their boyfriend or girlfriend during the 
past 12 months. This percent has remained fairly constant over the period between 1999 and 
2003. Interestingly there is no gender difference; nor is there any difference by race and ethnicity 
(YRBS, 2003). 

A more extreme form of partner violence is forced sex. High school students in Philadelphia 
were asked if they had ever been forced to have sexual intercourse when they did not want to. In 
2003, 12.4 percent of students reported that they had. This did not differ by gender, nor did it 
differ by race or ethnicity (YRBS, 2003). 

c. Nutrition and Physical Activity 

i) Overweight/Obesity  

Becoming overweight is, in almost all instances, the combination of too many calories consumed 
with too little exercise to cause one’s body to burn a sufficient quantity as energy. The extra 
calories are stored as fat and result in increased weight. Overweight/obesity in youth is related to 
the onset of type II diabetes and is hypothesized to be related to future risk factors for heart 
disease such as high cholesterol and high blood pressure. According to the 2003 YRBS 
conducted with Philadelphia high school students, 18.6 percent of students considered 
themselves to be at risk for becoming overweight. Nationally this figure was 15.4 percent. Girls 
were far more likely to feel this way than boys (21.4 vs. 15.6 percent). Twenty-five (25) percent 
of students described themselves as slightly or very overweight. A higher percent of females 
(31.4 percent) than males (18.2 percent) described themselves thusly. None of the self-report 
data on being overweight differed by race or ethnicity or by year of survey. 
 

ii) Physical Activity  
 
The dietary guidelines of 2005 contain recommendations that children and adolescents 
participate in at least 60 minutes of moderate intensity physical activity most days of the week, 
preferably daily. However, this is often not the case. In 2003, 14.5 percent of Philadelphia high 
school students reported that they had participated in no vigorous or moderate physical activity 
during the past 7 days.  
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d. Sexual Behaviors 

The YRBS contained questions about 
sexual behaviors while the PAYS did not. 
This means that there is no State-level 
source of information on sexual behavior 
among Pennsylvania’s youth. In 2003, 
63.9 percent of Philadelphia high school 
students had had sexual intercourse. A 
higher percent of males (71.3 percent) than                                                                               
females (57.2 percent) had ever had sexual intercourse. A higher percent of 11th (75.3 percent) 
and 12th (75.1 percent) graders than 9th (55.1 percent) and 10th (59.8 percent) graders were ever 
sexually active. In 2003, there was no difference by race or ethnicity. 

Adolescents who have ever had sex frequently go for long periods of time between periods of 
sexual activity. Forty-eight percent of Philadelphia high school students had sexual intercourse in 
the past 3 months. This did not change between 1999 and 2003 and did not differ by gender or 
race or ethnicity. Using condoms correctly can help to prevent pregnancy and disease 
transmission during sexual intercourse. Of Philadelphia high school students who had sexual 
intercourse during the past three months, 70.2 percent used condoms during their most recent 
sexual intercourse experience. This level is unchanged from 1999. 

Use of drugs or alcohol can reduce inhibitions and lead to risk taking behaviors. Of Philadelphia 
high school students who had sexual intercourse during the past 3 months, 13.2 percent used 
drugs or alcohol before their last sexual intercourse; there was no gender difference. 

One of the possible outcomes of sexual intercourse is pregnancy. Approximately 9 percent of 
Philadelphia high school students in 2003 reported that they had been or had gotten someone 
pregnant one or more times. This did not differ by race or ethnicity and was unchanged between 
1999 and 2003. 

2. School Health Education 

School health education has the potential to reduce and prevent some of the most critical public 
health problems in the United States. (IOM. Schools and Health: Our Nation’s Investment. 
Washington, DC: National Academy Press, 1997.) The importance of school health education is 
addressed in Objective 7-2 of Healthy People 2010 which calls for the nation to “increase the 
proportion of middle, junior high, and senior high schools that provide school health education to 
prevent health problems in the following areas: unintentional injury; violence; suicide; tobacco 
use and addiction; alcohol and other drug use; unintended pregnancy, HIV/AIDS, and STD 
infection; unhealthy dietary patterns; inadequate physical activity; and environmental health.” 

The Pennsylvania Department of Education has Academic Standards for Health, Safety, and 
Physical Education. These standards broadly specify what students should know and be able to 
do with regard to health, safety, and physical education at the end of grades 3, 6, 9, and 12. The 
Standards are broken into five major categories and each has several more specific elements: 

What Did Teens Say? 
 

“I’m a junior now and I don’t have to take health or 
gym next year because they just cut back on these 
requirements for graduation.” 
        Williamsport (Teen) 
  Focus Group 
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• Concepts of Health 

 Stages of growth and development 

 Interaction of body systems 

 Nutrition 

 Alcohol, tobacco and chemical substances 

 Health problems and disease prevention 

• Healthful Living 

 Health practices, products and services 

 Health information and consumer choices 

 Health information and the media 

 Decision-making skills 

 Health and the environment 

• Safety and Injury Prevention 

 Safe/unsafe practices 

 Emergency responses/injury management 

 Strategies to avoid/manage conflict 

 Safe practices in physical activity 

• Physical Activity 

 Physical activities that promote health and fitness 

 Effects of regular participation 

 Responses of the body systems to physical activity 

 Physical activity preferences 

 Physical activity and motor skill improvement 

 Physical activity and group interaction 

• Concepts, Principles, and Strategies of Movement 

 Movement skills and concepts 

 Motor skill development 

 Practice strategies 

 Principles of exercise/training 

 Scientific principles that affect movement 

 Game strategies 

Because the implementation of health education is locally overseen, the Pennsylvania 
Department of Education has limited ability to rigorously enforce the quality health education 
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provided. The State does require a minimum number of hours of health education for graduation. 
Schools are not, however, required to have physical education classes. 

A systematic, but not too detailed, examination of health education on a State-level can be 
accomplished through a survey administered through the CDC. The CDC has been administering 
a survey to create School Health Education Profiles (SHEP) on a biannual basis since 1996. The 
most recent year for which analyzed data are available is 2000 (released in 2003). Pennsylvania 
participated in the 2000 data collection; however, its statewide sample had too low a response 
rate to be considered representative; surveys were received from 71 percent of principals and 66 
percent of secondary school teachers. Data were separately collected from Philadelphia. Despite 
the lack of statistical reliability of the State-level sample, the data are useful to understand as best 
as possible what is occurring. It is important to remember that the figures represent a best case 
scenario as non-reporting schools and teachers may not be random in their characteristics; those 
who did not respond may not be as active as those who did. It is, however, heartening that the 
data from Philadelphia – the State’s largest school district – are representative of that county. If 
not otherwise specified, all figures cited below come from the SHEP. 

Sex and STD/HIV Education  

Pennsylvania does not mandate that sex education is taught to students in public schools. State 
policy does, however, mandate that HIV/STD education be provided and indicates that 
abstinence must be stressed.  

Parents are allowed to remove their children  
from this education if they object on 
religious or moral grounds (Alan Guttmacher 
Institute). Mandated health education, can be 
Taught through lectures, project, and via 
other learning modalities.  
 
According to school principals, 97 percent of schools required health education, and of those 
who did require it, 99.6 percent of schools taught one or more separate health education course. 
In Philadelphia, 93.4 percent of schools required a health education, and of these schools, 95 
percent taught one or more separate health education courses. The table below lists the percent of 
teachers who said, when asked about specific topics taught, that their school tried to increase 
students’ knowledge in this area. 
 
 
 
 
 
 
 
 
 

What Did Teens Say? 
 

“We just had a guy come in and talk to us about 
safe sex and STDs. He showed us a slide show 
that wasn’t too pleasant and talked about 
different things you can use to prevent it and the 
whole list of items to use. It was just about 
STDs.” 

Williamsport (Teen)Focus Group 
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Table VIII-28. 
Percent of Schools that Tried to Increase Student Knowledge in  

Specific Health Topics, Teacher’s Survey 
Topic Pennsylvania Philadelphia 
Alcohol or other drug use prevention 100.0% 100.0% 
Nutrition 91.0% 90.1% 
HIV prevention 99.6% 100.0% 
Physical activity and fitness 96.6% 97.4% 
Pregnancy prevention 87.6% 86.1% 
STD prevention 94.8% 94.6% 
Suicide prevention 68.8% 63.8% 
Tobacco use prevention 100.0% 98.4% 
Violence prevention 75.5% 85.6% 

      Source: CDC School Health Education Profile 

The YRBS for Philadelphia high school students asks students if they have ever been taught 
about AIDS or HIV infection in school; in 2003, 85.4 percent of student had received such 
education. This percentage has not changed since 1991 when the first YRBS was administered. 

As noted above, State policy mandates that HIV/STD education be provided to secondary school 
students, and in fact it appears from teacher responses that most or all schools were compliant. 
Teachers were also asked what topics were covered related to HIV infection/AIDS prevention. 
Abstinence, how HIV is transmitted, and the number of young people infected with HIV were 
predominant topics; the ways to find information about HIV, how to use a condom correctly and 
condom efficacy were far less frequently taught. 

 
Table VIII-29. 

Percent of Schools that Taught Specific Topics Related to  
HIV Infection/AIDS Prevention, Teacher’s Survey 

Topic Pennsylvania Philadelphia 
Abstinence to avoid HIV 99.2% 97.3% 
How HIV is transmitted 99.2% 98.4% 
How to correctly use a condom 50.8% 61.5% 
Condom efficacy 82.2% 81.0% 
Number of young people who get HIV 95.1% 92.8% 
How to find information on HIV 86.4% 92.1% 

     Source: CDC School Health Education Profile 

Effective teaching of health education requires appropriate training with staff development 
opportunities available on a regular basis. Teachers were asked whether they had 4 or more hours 
of staff development in the preceding 2 years on specific health education topics. The highest 
percentages of teachers reported receiving training on alcohol or other drug use prevention, 
violence prevention, HIV prevention, and physical activity and fitness. Far fewer reported 
training on nutrition, pregnancy prevention, or suicide prevention. 
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Table VIII-30. 
Percent of Schools Where the Lead Health Education Teacher Had 

Received ≥ 4 Hours of Staff Development During the Preceding 
2 Years in Specific Topics, Teacher’s Survey 

Topic Pennsylvania Philadelphia 
Alcohol or other drug use prevention 52.1% 44.9% 
Nutrition 23.5% 29.5% 
HIV prevention 48.0% 58.7% 
Physical Activity and fitness 47.1% 51.0% 
Pregnancy prevention 24.1% 38.7% 
STD prevention 36.2% 52.0% 
Suicide prevention 28.1% 13.1% 
Tobacco use prevention 32.1% 28.4% 
Violence prevention 52.3% 46.4% 

     Source: CDC School Health Education Profile 

Adolescents in two focus groups held as part of this needs assessment reported that while health 
education was provided, it was very ineffectual. Students found fault with the curricula, 
materials, and teachers. They also found fault with the amount of time spent on health education. 
Students felt that while some of the information presented was important, it was not presented 
information in ways that engaged them. They complained that the health education they received 
was just numbers and biology and no attempts were made to connect with their lives. They felt 
that the materials were out of date and not relevant to them. They also objected to who was 
teaching and wanted instructors closer to their age with genuine expertise in the health topics 
under discussion. 
 
Students also expressed that they had no one in school, other than their peers, to turn to for 
information and support. They recognized the inadequacy of peers as sources of information and 
support but did not feel comfortable going to 
designated teachers or administrators. (The teens 
expressed that adults designated as “counselors” were 
always among the most unapproachable in their 
school.) 

School Nurses  
 
School nurses can play both health and educational 
roles for students. They are in a position to screen for 
health risk behaviors; offer appropriate referrals or 
short counseling around the issues as needed; and are 
a source of information for those who have questions 
and are not certain where to turn. There is a Healthy 
People 2010 goal to increase the proportion of 
schools in grade 6 through 12 that have a nurse-to-
student ratio of 1:750 to 50 percent. In Pennsylvania, 

 

What Did Teens Say? 
 

“They give us big packets of 
information with humungous 
words, and I am not a good reader.
 
Every year we hear the same things 
– 'drugs are bad; you shouldn't use 
them’ – that's it.”  
 
You’d take it (the class) more 
seriously if the teacher is a 
specialist and not your gym teacher
 
They give you statistics; I hate that 
and it goes right over your head. 
 

Williamsport (Teen) Focus Group 
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the maximum allowable ratio is 1:1,500, as regulated by the State legislature. A higher-than-
mandated rate is found in 10 percent of school districts (50). 

3. School Attendance and Drop-Outs 

In order for schools to be a place for learning and a safe haven, adolescents attend school. For the 
2002-2003 school year, 863,771 students were enrolled in secondary school. Across all high 
schools in the State, 93.9 percent of students were at school on an average day. However in the 
Philadelphia school district, 86.2 percent of students were at school on an average day while this 
figure was 88.1 percent in Pittsburgh public schools. 

The four-year completion rate for 9th grade public school students during the 2000-2001 school 
year was 84.0 percent. This was calculated by dividing the number of high school completers in 
a given year by the number of high school completers in that year plus the dropouts over the 
preceding 4-year period. (NCES) Among graduating high school students at the end of the 1999-
2000 school year, 70 percent planned to attend a postsecondary degree granting institution, while 
3.3 percent planned to attend a postsecondary non-degree-granting institution. Close to 14 
percent planned to get a job, while 3.6 percent intended to join the military and 0.5 percent 
planned to become homemakers (PA School Statistics). 

High school dropouts are at an immediate and long-term disadvantage in society. On average, 
dropouts are more likely to be unemployed than high school completers and to earn less money 
when they secure work. High school dropouts are also more likely to receive public assistance 
than high school completers who do not go to college. Young women who drop out of school are 
more likely to have children at younger ages and more likely to be single parents than high 
school completers. In 2002-2003, the State dropout rate was 2.1 percent. This rate varied by race 
and ethnicity. Black and Hispanic students were more likely to drop out than were White 
students. 

Table VIII-31. 
Dropouts and Enrollments by Race and Gender, 2002-2003 

 Secondary 
Enrollments 

Dropouts: 
Male 

Dropouts: 
Female 

Dropouts: 
Total 

Dropout Rate 
per 100 
Enrollments 

Total 863,771 10,598 7,962 18,560 2.1 

American 
Indian/Alaskan 
Native 

1,190 19 11 30 2.5 

Asian/Pacific 
Islander 

18,245 238 139 377 2.1 

Black (non-
Hispanic) 

123,452 3,133 2,477 5,610 4.5 

Hispanic 38,386 1,161 958 2,119 5.5 

White (non-
Hispanic) 

682,498 6,047 4,377 10,424 1.5 

      Source: PA Department of Education Website 
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There was also variation by county. Twelve counties had a dropout rate higher than the State 
average of 2.1 percent. These counties are Dauphin, Fayette, Forest, Lancaster, Lehigh, 
Lycoming, Mifflin, Northumberland, Perry, Philadelphia, Venango, and York. On the other 
hand, 23 counties (Adams, Armstrong, Beaver, Buck, Butler, Cambria, Carbon, Centre, Chester, 
Clinton, Fulton, Indiana, Lawrence, Lebanon, Monroe, Montgomery, Pike, Potter, Snyder, 
Somerset, Sullivan, Westmoreland, and Wyoming) reported dropout rates of less than 1.5 
percent. Both urban and rural counties appear on the lists of counties with low and high rates. 
However, the largest number of dropouts is located in the larger, more urban areas. 

4. Other Health Information and Education Sources 

Because adolescents may have left school or, if in school, may spend a substantial amount of 
time outside of it, it is important that they are able to obtain health and lifestyle information and 
education from other sources. Two areas in which structured opportunities are available are in 
around the topics of adolescent pregnancy prevention and abstinence. 

a. Adolescent Pregnancy Prevention  

In Pennsylvania, there is no statewide initiative targeted to adolescent pregnancy prevention, but 
there are specific initiatives at the district level and regional levels. The Pennsylvania Coalition 
to Prevent Teen Pregnancy works to advocate for and coordinate these efforts. This organization 
addresses teen pregnancy prevention issues at the State and local levels through the work of its 
executive director, board of directors, and community-based coalitions. Formed in 1993, the 
coalition encourages informed dialog about adolescent sexuality and provides a unified voice on 
the need for statewide prevention efforts. Some districts, such as Adams County, have very 
active coalitions, while other areas do not have a coalition. The presence or absence of a 
coalition is not directly related to need. For example, Dauphin County has a high adolescent 
pregnancy rate, but no agency has taken the lead to develop a coalition to address this problem. 

b. Abstinence Education 

The Pennsylvania Abstinence Education and Related Services (AERS) initiative was fully 
functional between 1998 and 2002. During that time, 28 different programs were delivered to an 
average of 22,000 youth per year. The primary focus of the initiative was to prevent out-of-
wedlock births to adolescents through the promotion of sexual abstinence. An evaluation of the 
program, conducted by Pennsylvania State University, found that a limited number of programs 
did reduce early sexual onset and influenced related factors, but most program effects diminished 
in high school. 

5. Arrests 

Adolescents in the justice system are those who are making bad choices – perhaps not bad health 
behavior choices, but they are involved in situations that can put them in harms way. In 2002, 
105,397 of Pennsylvania’s 449,680 crimes were committed by those less than 18 years of age 
(Pennsylvania State Police, 2004). The most common arrests experienced by Pennsylvania 
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adolescents were disorderly conduct, curfew and loitering, larceny and theft, other assaults, 
liquor law violations, drug abuse violation, vandalism, and other assaults. 

 
        

Source: Pennsylvania State Police, 2004 

As evident in Figure VIII-1, curfew and loitering and disorderly conduct are the most frequent 
type of arrest among all age groups and genders. Drug abuse violation and vandalism arrests are 
made predominantly of male adolescents. Interestingly, the only cause for which females are 
arrested at a higher rate than males, and in all age categorizes, is running away from home, as 
shown in Figure VIII-3.  
 
 
 
 
   
    
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

      Source: Pennsylvania State Police, 2004 
 

Figure VIII-1: Most Common Arrests 
Males and Females, Under 18  

Larceny and theft,
747

Other assaults, 
638

Vandalism, 
400

Drug abuse 
violation, 500Liquor laws,

533

Disorderly 
conduct, 1185 

Curfew and 
loitering, 1672 

Larceny and theft
Other assaults 
Vandalism 
Drug abuse violation 
Liquor laws
Disorderly conduct 
Curfew and loitering 

Figure VIII-3: Runaways

0

100 

200 

300 

400 

500 

Under 18 15-17 years Under 15
Age

Rate  Males
Females 



 

Health Systems Research, Inc. Children and Adolescents Page 205 

C. Pennsylvania Hospital Discharge Trends for Ambulatory Care Sensitive 
Conditions  

This section of the report focuses on an analysis of data provided by the Pennsylvania Health 
Care Cost Containment Council describing Ambulatory Care Sensitive (ACS) conditions. The 
information provided here is useful in regard to the specific conditions described but is also 
important and useful to consider this approach in a larger context. Many of the conditions and 
issues described in this Chapter are sensitive to prevention or reduction in severity. It is 
important that the Commonwealth’s MCH decision-makers and stakeholders work to “get ahead 
of” the problems or influencing factors to prevent or ameliorate poor outcomes. 

ACS Conditions. These are defined as “diagnoses for which timely and effective outpatient care 
can help to reduce the risk of hospitalization (qtd. in Steiner et al., 2003, p. 324)”. 
Hospitalization for ACS conditions has served as an important indicator of access to and quality 
of primary health care. Upper and lower respiratory track infections are among the most common 
ACS conditions in children. The most common of these conditions is asthma, which affected 
nearly 6 million children under age 18 in 2002 (National Center for Health Statistics, 2005). 
Bacterial pneumonia, also referred to as community-acquired pneumonia, is another serious 
infection in children, with an incidence of 34 to 40 cases per 1,000 children in North America 
(Ostapchuk et al., 2004). In addition, a number of severe ear, nose, and throat (ENT) infections 
occur often in children. The most frequent of these is otitis media, 9 out of 10 children are 
expected to have an episode of otitis media by their fifth birthday (Curns et al., 2002). 

Many pediatric hospitalizations for these conditions could be avoided if families received better 
education about their child’s condition and if children received regular outpatient care and 
avoided known disease triggers. The following analysis examines several of the most common 
ACS conditions, asthma, bacterial pneumonia, severe ear, nose and throat conditions (ENT), 
using the Pennsylvania Health Care Cost Containment Council’s data on in-patient hospital 
discharges. Differences in hospital discharges are examined by demographics and type of 
admission. Analyses by insurance status were not conducted because data collection methods did 
not clearly distinguish between children enrolled in Medicaid, SCHIP and employer-based plans. 

1. Overall Trends in ACS Hospital Discharges in Pennsylvania 

The number of discharges and rate of discharge was highest for asthma discharges Asthma was 
also the only condition that increased in recent years, while bacterial pneumonia and severe ENT 
have either remained the same or decreased. The highest number of demographic disparities, as 
well as the largest magnitude of disparities, was observed in asthma discharges. Males, infants 
and young children, Blacks, and Hispanics/Latinos all had disproportionately higher rates of 
asthma. Looking at variation across the state, the two most populous regions, Southeast and 
Southwest, predictably had the highest rates of asthma discharge. However, the second least 
populous region, Northwest, had the highest rates of both bacterial pneumonia and severe ENT 
rates. There may be a need for further exploration of the regional differences that contribute to 
variation in ACS condition discharges. 
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Emergency visits were the most common admission type across all three ACS conditions 
However; emergency admissions were disproportionately higher for asthma, accounting for 
nearly 75% of admissions, than for bacterial pneumonia, 57%, and severe ENT, 50%. Overall, 
young children ages 0-2 had the highest proportion of both emergency and urgent admissions 
across all conditions. Large racial and ethnic disparities among admission types were observed 
among emergency admissions; Blacks and Hispanic/Latino children had higher rates of 
emergency admissions than whites and non-Hispanic/Latino children, respectively. In contrast, 
urgent and elective admissions were fairly similar among racial and ethnic groups. It is important 
to note that the “other” race category had a relatively high number of discharges and rate of 
discharge across all admission types and ACS conditions, suggesting the need to further 
investigate characteristics and potential risk factors of this population. Figure IX displays the 
trend in the number of hospital discharges for children in Pennsylvania less than 18 years of age 
by ACS for 1998-2003.  
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Figure IX: Trend in number of hospital discharges for children under age 18  
by ACS condition: Pennsylvania, 1998-2003 

 
 
2. Detailed Findings in Asthma Discharges  

In 2003, there were 8,797 discharges for asthma among children under age 19. This number 
represents a 37% increase since 1998, as well as the only increase among the three observed 
ACS conditions. Rates could only be calculated for the year 2000 because it was the only year 
for which population counts across all variables were available. There were 24.4 asthma 
discharges per 10,000 children under age 19 in 2000, the highest among all observed conditions. 
Rates were highest in younger children ages 0-4. Asthma discharge rates were slightly lower for 
children in Pennsylvania compared to children across the U.S., 28.6 discharges per 10,000 
children under age 15 compared to 33.6 per 10,000, respectively.   
 
The discharge rate for boys under age 19 (29.32 per 10,000) was 52% higher than the rate among 
girls (19.29 per 10,000). Across all ACS conditions, both racial and ethnic disparities were 
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greatest for asthma discharges. The asthma discharge rate for Black children was nearly six times 
the rate for White children (86.04 per 10,000 vs. 14.35 per 10,000, respectively). The relatively 
small sample sizes for Asians/Pacific Islanders and American Indian/Alaska Natives, as well as 
high numbers of unknowns and others, greatly inhibited the ability to compare admission rates of 
non-White and non-Black racial groups across ACS conditions. Among ethnic groups, the 
asthma discharge rate was 1.6 times greater among Hispanics/Latinos compared than non-
Hispanics/Latinos (39.66 per 10,000 compared to 25.07 per 10,000, respectively). Emergency 
visits were the most common admission type and Blacks and Hispanics/Latinos had much higher 
rates of emergency admissions than whites and non-Hispanics/Latinos, respectively. 

These figures are similar to other studies that found that racial/ethnic minority children are at 
higher risk for asthma and related hospitalizations. This suggests the need to further examine the 
risk factors among racial/ethnic minority children in Pennsylvania. Research indicates that the 
strongest predictors of asthma in this population include poor housing conditions, air pollution, 
inadequate access to preventive care and asthma management, and underutilization of anti-
inflammatory medications (Ortega and Calderon, 2000).  In addition, sub-group analysis may be 
warranted among the Hispanic/Latina population as research has found that differences in asthma 
prevalence by Latin American country of ancestry; Puerto Rican children have significantly 
higher asthma prevalence than both Cuban and Mexican children (Lara et al, 1999). These efforts 
will likely assist Pennsylvania in achieving HP2010 objectives to reduce hospitalization and 
emergency department visits for asthma among children. 

Age-adjusted rates could not be calculated by region because population counts by age were 
unavailable for each region. Instead, rates were calculated using the total population count for 
each region. The most regional variation in asthma rates was for asthma discharges. In 2000, the 
highest rates of asthma discharges were observed in the two most populous regions, Southeast 
(8.86 per 10,000) and Southwest (5.31 per 10,000). 

3. Detailed Findings in Bacterial Pneumonia Discharges  

In 2003, there were 2,037 discharges for bacterial pneumonia among children under age 19. This 
represents a 15% decrease since 1998, the largest among the three observed ACS condition. 
During 2000, the overall rate of discharge for children in this age group was 19.90 per 10,000 
persons. Rates were highest in young children ages 0-4. Bacterial pneumonia discharge rates 
were nearly 50% lower among children in Pennsylvania than among children across the U.S.; 
19.1 discharges per 10,000 children under age 15 compared to 28.6 per 10,000, respectively. 

The male discharge rate was slightly higher than the female rate for bacterial pneumonia. The 
bacterial pneumonia discharge rate was 1.9 times higher for black children than white children 
(25.98 per 10,000 compared to 14.02 per 10,000, respectively). However, rates for this condition 
were similar between Hispanics/Latino children and non-Hispanics/Latino children. The most 
common admission type was emergency and Blacks and Hispanics/Latinos had much higher 
rates of emergency admissions than whites and non-Hispanics/Latinos, respectively. The highest 
rate of discharge for bacterial pneumonia was found in the second least populous region, 
Northwest.   
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The high rate of discharges among younger ages and racial/ethnic minorities is especially 
concerning considering that there are effective means for primary prevention available. A 
vaccine has been available since 2000 that effectively produces immunity for the seven most 
common disease-producing serotypes of Streptococcus pneumoniae in children (Ostapchuk et al., 
2004). Further studies should investigate the level of vaccine against invasive pneumococcal 
disease across all population subgroups.    

4. Detailed Findings in Severe ENT Infections Discharges 
 
In 2003, there were 631 discharges for severe ENT among children under age 19. This number of 
discharges has remained close to this level each year since 1998. There were 5.3 severe ENT 
discharges per 10,000 children in 2000, the lowest among all observed conditions. Rates were 
highest in the youngest age group, ages 0-2. A comparison between discharge rates for severe 
ENT between Pennsylvania and the U.S. could not be conducted because ICD-9 codes used to 
identify this condition were not equivalent between available datasets for these two regions.      
 
The male discharge rate is similar to the female rate for severe ENT infections. The smallest 
difference between racial groups was observed among severe ENT discharges, black discharge 
rates for severe ENT were approximately twice as high as White admission rates (5.98 per 
10,000 vs. 3.15 per 10,000, respectively). The discharge rate for severe ENT among black 
children was nearly twice as high as among white children (5.98 per 10,000 children ages 0-18 
compared to 3.15 per 10,000, respectively). Rates were similar between Hispanic/Latino children 
and non-Hispanic/Latino children. Similar to the other ACS conditions, emergency admissions 
were the most frequent admission type and emergency admission rates were greatest among 
Black and Hispanic/Latino children. Lastly, the highest rate of discharge for severe ENT was 
found in Northwest. 
 
Recent research on the most common severe ENT infection, otitis media, have found that 
vaccines are effective means of primary prevention against these types of infections. In addition, 
evidence suggests additional risk factors for infection include maternal smoking and low rates of 
breastfeeding (Curns et al., 2002). These and other risk factors for severe ENT infections should 
be evaluated to identify opportunities to prevent infections and potentially avoidable 
hospitalizations.   
 
Summary Findings and Analysis   
 
The following are highlights from the assessment findings and a brief analysis of the highlighted 
data. 
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Child and Adolescent Outcomes 
 
Outcome 1: Children receive ongoing and preventive health care consistent with 
Bright Futures Health Supervision Guidelines. 

 
Summary 

• An increasing percent of children receive ongoing and preventive health care; at least 
those that can be tracked using EPSDT, CHIP HEDIS, Head Start, and ECELS data. 

• This is also true of oral health care. 
• Immunization rates for children are above national averages; this is true across the 

State as well as in Philadelphia. 
• PA has many strong systems for health-focused screening, including hearing, and 

lead poisoning. The school health monitoring system can help to monitor levels of 
conditions including asthma, overweight/obesity, mental health, and oral health. 

• PA’s children also have increased rates of specific chronic conditions such as asthma 
and overweight. 

• PA’s children overwhelmingly have access to health care as a result of having 
comprehensive insurance coverage. 

• An examination of ambulatory sensitive discharge data reveals disproportionate rates 
for certain racial and ethnic groups. 

 
Analysis 

• There is a large gap between health care access (having insurance) and health care 
utilization (using services). There is much room for improvement in the percent of 
children who receive preventive healthcare checkups. 

• While there appears to be a shortage of medical professionals, particularly oral health 
professionals, non-health connectedness (e.g., Head Start, registered child care) is 
associated with high levels of ongoing and preventive health care usage. Helping 
caregivers know how to obtain care and the importance of utilizing preventive health 
care are important means of improving the health status of Pennsylvania’s children. 

• Increased focus on parent education, prevention and timely utilization of primary care 
could prevent hospitalization for some ACS illnesses. 

 
Outcome 2: Children are cared for in environments that protect their health, promote 
their well being, and ensure their safety. 

 
Summary 

• There is a growing early care and education infrastructure with a significant increase 
in State financial support. 

• Health education, a basis upon which students learn what choices are the healthy 
ones, is mandated but viewed as less than adequate and difficult to address. 

• School health services exist, but the level of emphasis does not match the level of 
student need. 

• Young children (age 5 and under) at nutritional risk are very likely to be enrolled in 
WIC. PA has a strong WIC program. 

• Child abuse has declined slightly as has child mortality. 
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Child and Adolescent Outcomes 
Analysis 

• Structurally PA is in the process of improving the environments to protect and nurture 
children. 

• The school health services, including health education do not appear to have 
structures or staff at levels to meet needs. 

 
 Outcome 3: Adolescent children use ongoing health services appropriate to their 
stage of growth and development. 

 
Summary 

• It was not possible to determine if adolescents were using developmentally-
appropriate health services. 

• Pennsylvania adolescents are utilizing health services at rates higher than the United 
States. 

• There are few school-based services for adolescents but those that do exist, like an 
STD screening and treatment intervention in Philadelphia, have been well-received. 

• Racial/ethnic minority children are at higher risk for asthma and related 
hospitalizations. 

 
Analysis 

• While Pennsylvania adolescents are doing better than the United States as a whole, 
their utilization of services, despite insurance coverage, needs to significantly 
increase to match recommended guidelines. 

• There is a need to further examine the risk factors among racial/ethnic minority 
children in Pennsylvania. 

 
Outcome 4: Adolescent children obtain health and lifestyle information and 
education that support lifelong positive health behaviors. 

 
Summary 

• There is a lack of statewide data about health risk behaviors, particularly regarding 
sexual behaviors. 

• Gender and age differentiate many health risk behaviors. 
• Alcohol use is a problem among youth. 
• Philadelphia statistics about suicidal ideation strongly suggest the need for suicide 

prevention programs. 
• Health education is mandated. 

 
Analysis 

• The sixth and eighth grades provide windows of alcohol intervention opportunity; to a 
lesser degree, same opportunity exists with tobacco. 

• Despite being mandated, health education is not meeting needs; effective approaches 
need to be embraced and a requirement for sex education is needed, including one 
that goes beyond HIV/STD prevention. 

 
 



 

Health Systems Research, Inc. Children with Special Health Care Needs Page 211 

 

 

CHAPTER IX 

Children with Special Health Care Needs 
 

Overview 

The federal Maternal and Child Health Bureau defines children with special health care needs 
(CSHCN) as “those who have or are at increased risk for a chronic physical, developmental, 
behavioral, or emotional condition and who also require health and related services of a type or 
amount beyond that required by children generally.”  Children identified as having special health 
care needs have a wide range of chronic and disabling conditions that affect their daily functioning 
and service needs to differing degrees. These children and their families receive services from a 
variety of agencies and programs in Pennsylvania.  

Some of these programs include Medicaid, the Infant and Toddler Early Intervention Program, and 
Special Education services provided through local school districts. The State Title V agency-the 
Department of Health, Bureau of Family Health (BFH), is also mandated to address the needs of 
CSHCN, through the Title V Block Grant provision requiring that 30 percent of the Federal 
Maternal and Child Health Block Grant be allocated for CSHCN.  

The Bureau of Family Health serves the CSHCN population through the Comprehensive Specialty 
Care Programs, Parent to Parent of Pennsylvania Program, Family Consultant Program, Special 
Kids Network (SKN), Reaching Out Partnership, Medical Home Integrated Care Coordination 
Initiative, and Early Childhood Education Linkage System (ECELS). Together, these programs 
provide services at each level of the MCH service pyramid, from direct health care to 
infrastructure building.  

Direct medical services are provided to patients through the Bureau of Family Health, Division of 
Child and Adult Health Services (CAHS) Special Conditions section. The Special Conditions 
Section addresses direct medical service needs of CSHCN primarily, but not solely through the 
following programs: sickle cell disease, chronic renal disease, organ donation, comprehensive 
specialty services for CSHCN and post-acute rehabilitation head injury programs. Special Health 
Care Needs Consultants are located in each of the Department’s six community health district 
offices and they provide leadership for CSHCN services at the local level. A Community Systems 
Development Specialist is also located in each district and they work to facilitate and build 
communities’ capacity to effectively meet the needs of local CSHCN.  

This section examines what is known about the CSHCN population in Pennsylvania and the 
State’s progress on achieving key outcomes for those families. Much of the data presented in this 



 

Health Systems Research, Inc. Children with Special Health Care Needs Page 212 

section is drawn from the 2001 State and Local Area Integrated Telephone Survey (SLAITS) – 
National Survey of Children with Special Health Care Needs. This survey assesses the prevalence 
and impact of special health care needs among children in all 50 States and the District of 
Columbia. It also explores the extent to which CSHCN have medical homes, adequate health 
insurance, and access to needed services. Other topics include care coordination and satisfaction 
with care. The survey sample includes 750 children with special needs ages 18 and under in each 
State selected from an initial telephone screening of over 3000 households that have children in 
each State. In-depth telephone interviews were conducted with the child’s parents in October 2000 
through April 2002.  

Data for the CSHCN statistics presented in this section were drawn from the Pennsylvania data set 
of the National CSHCN Survey, data provided by specific programs serving CSHCN in 
Pennsylvania, and focus groups conducted with parents and caregivers of CSHCN. 

A. Characteristics of PA CSHCN 

Based on the National Survey, 13 percent (379,291) of Pennsylvania children aged birth to 17 
years old are estimated to have special health care needs1, while 19 percent of households with 
children have one or more CSHCN. The demographic profile of PA children with special health 
care needs closely resembles the national picture with regard to prevalence by age, gender, poverty 
level and race/ethnicity, with a few notable exceptions. Mirroring the ethnic and racial composition 
of the State population, the majority of CSHCN in PA are White (79 percent), 13 percent are Black 
and 4.5 percent are Hispanic, while 3.2 percent are multiracial or ‘other.’  The prevalence of 
CSHCN among Hispanic children in the State (11.4 percent) however is greater than the national 
average (8.5 percent). Prevalence is also higher among PA families with the lowest income versus 
national averages. Nineteen percent of families with incomes less than 100 percent FPL have a 
child with special needs versus 13.6 percent nationally. A summary of the characteristics of 
Pennsylvania CSHCN as compared with national figures is provided below in Table IX-1. 

Table IX-1. 
Who Are the Children With Special Health Care Needs? 

 Pennsylvania United States 
Percentage of children and youth with special 
health care needs, 0-17 years old 13.0 12.8 

Percentage of households with one or more 
CSHCN 19.2 20.0 

Prevalence of special health care needs by age   

Children 0-5 years of age 9.0 7.8 

Children 6-11 years of age 15.1 14.6 

                                                 
1 There are many definitions of CSHCN.  This report utilizes the MCHB definition of CSHCN: children with a chronic 
physical, developmental, behavioral, or emotional condition who require health and related services of a type or 
amount beyond that required by children generally. 
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Table IX-1. 
Who Are the Children With Special Health Care Needs? 

 Pennsylvania United States 

Children 12-17 years of age 14.4 15.8 

Prevalence of special health care needs by sex   

Female 11.2 10.5 

Male 14.7 15.0 

Prevalence by Race/Ethnicity   

Hispanic 11.4 8.5 

White (non-Hispanic) 13.0 14.2 

Black (non-Hispanic) 14.2 13.0 

Prevalence by Poverty Level   
0-99 Percent of the Federal Poverty Level 
(FPL) 19.0 13.6 

100-199 Percent of FPL 14.5 13.6 

200-399 Percent of FPL 12.2 12.8 

400 Percent of FPL 12.0 13.6 
       Source:  The National Survey of Children with Special Health Care Needs Chartbook 2001 
 
Many characteristics of the CSHCN population that are discussed throughout this section have 
significant findings for both race and income. It is important to note that race is strongly associated 
with income among the respondents of the National CSHCN. As detailed in Table IX-2 below, 
minority CSHCN in PA are more likely to have family incomes less than 200 percent of the FPL 
than White CSHCN; over 60 percent of the Black and Hispanic respondents had a family income 
of less than 200 percent of the FPL.  

Table IX-2. 
CSHCN Family Income Level by Race 

Family Income as Percentage of Federal Poverty Level (FPL) 
 Race/Ethnicity 

<100% FPL 100-199% FPL 200-399% FPL >400% FPL 
White 6.7 18.9 43.3 31.0 
Black 31.2 30.5 26.1 12.2 
Hispanic 34.6 26.5 26.7 12.2 
Multiracial 14.9 21.4 41.4 22.3 
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In order to better understand the service needs of this population we must first gain a better 
understanding of the conditions that led them to be classified as having special health care needs.  

Two factors to consider regarding the child’s special health need are the severity of the condition 
and the extent to which that condition affects the child’s daily life. Absence from school is one 
factor to consider in determining the extent to which the child’s special health condition affects 
their daily functioning. In Pennsylvania, 18 percent of CHSCN missed 11 or more days from 
school, compared with 16 percent of CSHCN nationally.  

The type of health services required to manage a child’s condition can provide information about 
the extent of their special need. Figure IX-1 below shows the proportion of CSHCN classified as 
having a special need by types of medical interventions required to manage their condition and the 
proportion of CSHCN that have a functional limitation due to their condition. As the data 
illustrates, more than one third of the CSHCN managed their condition with medication only and 
less than 20 percent have a functional limitation due to the condition or problem.  

Figure IX-1: Reason Child Classified as 
CSHCN
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Note: Children with functional limitations may or may not be receiving special 
therapy, medication, or both. 
Source: The National Survey of Children with Special Health Care Needs 2001 

 
Table IX-3 displays information on the severity of the condition affecting CHSCN in the State and 
the extent to which it affects the child’s ability to engage in typical daily activities.  

Table IX-3. 
Severity of CSHCN Conditions  

Severity of Child’s Condition or Problem Percent 

Mild  33.48 

Moderate  46.30 

Severe 20.00 
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Table IX-3. 
Severity of CSHCN Conditions  

How severely has child’s condition affected 
child’s ability  Percent 

A great deal 16.59 

Some  45.0 

Very little 38.41 
        Source:  The National Survey of Children with Special Health Care Needs 2001 

The National CSHCN survey data indicates that nearly 80 percent of the conditions affecting 
CSHCN are mild or moderate and for more than one third of the CSHCN, the condition has had 
very little affect on the child’s ability to engage in typical activities. The high proportion of 
CSHCN with mild to moderate conditions that do not create significant functional limitations may 
have implications for the State’s ability to identify these children and educate their families about 
services they need and for which they may be eligible.  

B. CSHCN Outcomes Examined  

Five outcomes have been selected for in-depth examination for the Pennsylvania CSHCN 
population. Achieving these outcomes will help to ensure that CSHCN have the opportunity to 
reach their full potential and that their families are provided the support they need to help their 
children function to best of their ability. The Federal Maternal and Child Health Bureau has 7 
performance measures for CSHCN. These performance measures are examined as appropriate, 
under the five needs assessment outcomes as shown in Table IX-4.  

Table IX-4. 
Needs Assessment Outcomes and MCHB Performance Measures 

Needs Assessment Outcomes  MCHB Performance Measures 
Children with chronic health problems 
or disabling conditions use all the 
primary and preventive services used 
by typical children. 
 

None 

CSHCN use the full range of health-
related services needed to maintain 
their health and well-being and the 
services needed to slow, delay, or 
prevent untoward outcomes resulting 
from their chronic health conditions or 
disabilities. 
 
 
 

Children will be screened early and 
continuously for special health care needs. 
 
Children will receive coordinated 
comprehensive care within a medical home. 
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Table IX-4. 
Needs Assessment Outcomes and MCHB Performance Measures 

Needs Assessment Outcomes  MCHB Performance Measures 
Families of CSHCN, including their 
siblings, have access to and use 
appropriately the full range of health 
and health-related services required to 
promote their growth and well-being 
and manage their conditions or 
disabilities. 

Families of CSHCN will partner in decision-
making and will be satisfied with the services 
they receive. 
 
Families of CSCHN will have adequate public 
and/or private insurance to pay for the services 
they need. 
 
Community-based services systems will be 
organized so families can use them easily. 

CSHCN use out of home childcare, 
preschool, and ongoing educational 
services as appropriate to their age, 
developmental stage, and health 
condition and/or disability. 

Children will be screened early and 
continuously for special health care needs. 

Adolescents with special health care 
needs receive the services necessary to 
make the transition to adult health care, 
work and independence.  

Community-based services systems will be 
organized so families can use them easily. 
 
Youth with special health care needs will 
receive the services necessary to make 
transitions to adult life, including adult health 
care, work, and independence. 

 

Outcome 1:  Children with chronic health problems or disabling conditions use all the primary 
and preventive services used by typical children. 

1. Primary and Preventive Care Including Well-child Visits 

Like typical developing children, CSHCN have a wide range of health care needs including a need 
for basic primary and preventive care. Basic care helps insure early detection of health problems 
that might be neglected because of a focus on the condition that leads the child to be classified as 
CSHCN. Routine well care can also help to slow the trajectory of some conditions. Efforts to 
encourage the use of such care should recognize a need to target parents of both typical children 
and CSHCN.  

In the National Survey of CSHCN, respondents were asked whether during the past 12 months 
their child “needed routine preventive care, such as a physical examination or well-child check-
up.”  Summaries of these data are provided in Tables IX-5 – Table IX-8. 
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Table IX-5. 
Percent of CSHCN Who Were Reported to Need Primary 

and Preventive Care by Age Group of Child 
Age Group of CSHCN Percentage 

Age 0-5 85.49 

Age 6-11 74.75 

Age 12-17 77.72 

All Children 78.37 
   Source:  The National Survey of Children with Special Health Care Needs, 2001 

  
We know that it is important for all children, to receive routine and preventive health care services. 
However, the intensive and time consuming nature of managing a chronic and disabling health 
condition can sometimes make it easy for families and providers to overlook the need for this type 
of care for CSHCN. According to the National CSHCN Survey, 78 percent of families with 
CSHCN in Pennsylvania reported that their child needed primary and preventive care in the past 
12 months and 99 percent of those children received all the care they needed. Young children ages 
birth to 5 years old, White children and children with a mix of public and private health insurance 
were most likely to report a need for these services. Need for immunizations and well child visits 
among younger children may account for higher reported need among children ages birth to 5 
years. Difficulties regarding access, cost, and less than favorable past experiences with use of 
preventive and routine services among Black and Hispanic families may play a role in the lower 
report of need for these services among these populations.  

  
Table IX-6. 

Percent of CSHCN Who Were Reported to Need  Primary 
and Preventive Care by Race/ethnicity of Child 

Race/ethnicity of CSHCN Percentage 

White 79.89 

Hispanic 73.50 

Black 67.34 

Multi racial 86.88 

All 78.36 
   Source:  The National Survey of Children with Special Health Care Needs, 2001 
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Table IX-7. 
Percent of CSHCN Who Were Reported to Need Primary 

and Preventive Care by Insurance Type 
Type of Insurance  Percentage 

Uninsured 75.5 

Public only 67.5 

Private only 80.9 

Public and Private 87.0 
   Source:  The National Survey of Children with Special Health Care Needs, 2001 

 
 
Black children, children with public health insurance and children with a family income of more 
than 300 percent of the Federal Poverty Level (FPL) were less likely to report a need for routine 
and preventive services.  

 
Table IX-8. 

Percent of CSHCN Who Were Reported to Need Primary 
and Preventive Care by Income Level 

Income Level (% FPL)  Percentage 

<133%  75.4 

133-300 % 76.1 

>300 % 86.3 
   Source:  The National Survey of Children with Special Health Care Needs, 2001 

 
2. Dental Care 

Pediatric dental care is difficult for many families to access in States throughout the country due to 
provider shortages, cost and issues related to providers’ willingness to accept patients with public 
health insurance. Dental services for CSHCN can be even more difficult for families to locate and 
access due to limited numbers of providers willing to treat children with special needs. 

Respondents of the National CSHCN survey were asked about the need for dental services in the 
past 12 months, including need for routine dental care. Reported need for PA CSHCN was 
comparable to national averages for all age groups and races/ethnicities and comparable to 
reported need for primary and preventive care. Data are provided below in Tables IX-9 – IX-11.  
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Table IX-9. 
Percent of CSHCN Who Were Reported to Need  Dental Care 

by Age Group of Child 
Age Group of CSHCN Percentage 

Age 0-5 54.07 

Age 6-11 88.35 

Age 12-17 85.32 

All CSHCN 79.29 
Source:  The National Survey of Children with Special Health Care Needs, 2001 

  
Minority CSHCN and children with public health insurance were less likely to report a need for 
dental care in the past 12 months as indicated in Table IX-10 and Table IX-11.  

       Source:  The National Survey of Children with Special Health Care Needs, 2001 
  
 
           
 
 
 
 
 
 
 
 
 
 
 
 

          Source:  The National Survey of Children with Special Health Care Needs, 2001 
 
Despite the general shortages of dentists in many areas of the State  (HRSA, Bureau of Health 
Professionals, National Center for Health Workforce Analysis, 2005), 92 percent of CSHCN 

Table IX-10. 
Percent of CSHCN Who Reported a Need for Dental Care by 

Race/ethnicity of Child 
Race/ethnicity of CSHCN Percentage 

White 81.39 

Hispanic 73.45 

Black 70.01 

Table IX-11. 
Percentage of CSHCN Who Needed Dental  
Services in the Past Year by Insurance Type 

Insurance Type 

Private Insurance Only 82.92 

Public Insurance 69.21 

Private and Public Insurance 80.31 

Uninsured 68.86 
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families reported receiving all the dental care their child needed in the past 12 months. Reports 
from key informants and focus group participants however conflicted with this data; while there 
seemed to be little difficulty finding providers, both staff and parents discussed extensive 
difficulties in accessing dental care, particularly through the Medicaid program. The network of 
information and referral resources available in Pennsylvania may be a key contributing factor in 
helping parents locate providers. These services, particularly the Special Kids Network, are critical 
in helping families of CSHCN identify sources of care for their child. Programs like the Epilepsy 
Foundation, Healthy Babies/Healthy Kids and the Family Consultant Program also maintain 
databases of providers who serve CSHCN and can assist families in locating appropriate providers. 
Unfortunately, accessing dental care once the provider is identified remains problematic due to 
reasons related to provider acceptance of health insurance plans and preparedness to work with 
CSHCN.  

Special dental clinic for children with physical and mental disabilities 

DOH is currently collaborating with the Department of Public Welfare to develop a special needs 
dental practice to provide dental services for persons (primarily children) with physical or mental 
disabilities who cannot be served well in regular dental practices. The clinic will serve enrollees in 
the Medicaid Managed Care Program call "Health Choices" that serves the Lehigh-Capitol Area, 
covering South Central PA to the Allentown/ Bethlehem area. The clinic will have the capacity to 
provide services, such as sedatives or dental anesthesia, which are not usually offered in regular 
dental clinics for the Medicaid population. It is anticipated that the clinic will start providing 
services in 2005. Robert Wood Johnson (RWJ) Foundation funds will support the staff; insurance 
reimbursement will cover the patient care costs.  

3. Eyeglasses and Vision Care 

Routine vision care is a vital, but often overlooked component of comprehensive child health and 
wellness, particularly for CSHCN. Less than half of CSHCN in Pennsylvania reported a need for 
routine vision care or eyeglasses in the past 12 months. The percentage of PA CSHCN reporting 
this need was higher than the national average, as indicated below in Table IX-12. White families’ 
reported need was somewhat higher than the national average, but the percentage for Hispanic 
CSHCN was significantly higher. The lower percentage of Black CSHCN reporting this need was 
comparable to the national average. Sixty percent of CSHCN reporting a need for vision services 
or eyeglasses were ages 12-17. 
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Source:  The National Survey of Children with Special Health Care Needs, 2001 

 The racial/ethnic differences seen in reported need for each of the routine and preventive health 
services queried may be due, at least in part, to differing beliefs, history and experiences and 
ability among minority populations with regard to locating, accessing and utilizing preventive care.  
 
Outcome 2.  CSHCN use the full range of health-related services needed to maintain their 
health and well-being and the services to slow, delay, or prevent untoward outcomes 
resulting from their chronic health conditions or disabilities. 

Other than primary care and preventive services discussed above, what types of health care do 
CSHCN need and use?  The National Survey of CSHCN asked respondents about a wide range of 
services their children may have needed in the past year and whether they were able to obtain 
them. The results are shown in Table IX-13.  

Given that 40 percent of PA CSHCN manage their condition with medication only and 23 percent 
utilize medication in conjunction with other therapies, it is not surprising that prescription 
medication is the service most CSHCN families need. Other services most needed by CSHCN 
were care from specialists and therapies such as speech (ST), occupational (OT) and physical 
therapy (PT). 

Care coordination, home health care and respite care were service needs most frequently 
mentioned by focus group participants and key informants. However, relatively few of the CSHCN 
survey respondents reported a need for these types of care. This may be due to the fact that a 
majority of the national survey participants had children with reportedly mild or moderate 
conditions and families of children with severe disabling conditions are more likely to need these 
services.  

Reported need for respite care was generally low among the survey respondents (6.4 percent), 
however there are differences associated with race and income level. Black families of CSHCN 
(13.3 percent) and those families with income under 133 percent FPL (11.4 percent) were 
significantly more likely to report needing respite care. This may reflect a general need for more 

Table IX-12. 
Percent of CSHCN Who Were Reported a  

Need for Eyeglasses or Vision Care  

Race/ethnicity of CSHCN PA 
Percentage 

National 
Percentage 

White 40.41 36.2 

Hispanic 43.01 32.8 

Black 36.52 34.6 

All Children 40.8 35.6 
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support services among populations considered to be most vulnerable—minority and low-income 
populations. 

Table IX-13. 
Types of Care Needed and Received by CSHCN 

Type of Care Percentage Needing Care 
Percentage of Those 
Needing Care Who 
Received It 

Prescription Medicines  89.2 98.7 
Care From a Specialty 
Doctor 50.9 92.1 

Medical Supplies 23.8 97.8 
Physical, Occupational or 
Speech Therapy 20.0 86.4 

Mental Health Care or 
Counseling 13.6 77.6 

Hearing Aids or Care 6.7 93.3 

Genetic Counseling 6.4 91.9 

Home Health Care 5.2 84.2 

Respite 6.4 74.5 

Care Coordination 11.9 76.2 

Other Medical Equipment 9.1 90.9 
         Source:  National Survey of CSHCN, 2001 

Are Families Receiving All the Care They Need?  

Most families reported receiving all the care their child needed in a particular service area. Areas 
where families seemed to experience more difficulty obtaining all the care their child needed 
included mental health care or counseling, respite, care coordination and to some extent, home 
health care and specialized therapies (physical, occupational and speech). Among the children who 
reported needing these services, more than one quarter did not receive the respite care  (26 percent) 
or substance abuse services (28 percent) needed and nearly that many children did not receive all 
the mental health services needed (24 percent).  

Respite services, psychological services, therapies and in home nursing care were services that 
focus group participants reported as having the most difficulty obtaining and the services that their 
child has foregone. Parents also mentioned difficulty obtaining wrap-around services and sensory 
integration services through their local school districts. Difficulties regarding accessing these 
services primarily focused on lack of qualified providers. 
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What Did Parents Say About Services Needed But Not Obtained? 
 
“…with the stress and the frustration, the work and overall intense needs to take care of these kids, 
parents need their respite time. We need to be able to take a break.” 
 
“There wasn’t pediatric speech therapy or occupational therapy in [Venango] county and I had 
to…drive an hour and a half each way because there was no one local.” 
 
“My son…did really good when he was in the IU…with getting OT & PT in school, but now they say we 
aren’t going to give you any more services. Well good luck trying to get them outside the school. He 
gets no speech now, no OT, no PT, nothing because I can’t get it outside of the school.” 

 
Mercer and Wilkes-Barre Focus Groups 

 

Overall, care for eight percent of CSHCN (over 30,000 children) was delayed or forgone within 
the last 12 months. More black respondents reported forgoing or delaying care – 12.4 percent, as 
did families with income between 133-300 percent FPL (11.97 percent). Surprisingly, children 
with severe special needs were more likely to have forgone or delayed care (14.81 percent) 
compared with children with mild and moderate conditions.  

Key informants and focus group participants discussed difficulties with obtaining services covered 
under Medicaid, indicating that providers do not accept Medicaid or limit times during which 
Medicaid patients can be seen. This is supported by the CSHCN survey data as children with 
public insurance were also more likely to have forgone care—13.11 percent vs. 5.3 percent for 
privately insured children and 1.9 percent for children with a mix of public and private coverage. It 
should be noted that there is an association between severity of condition and type of health 
insurance. Children with more severe conditions were more likely to have public insurance only or 
a mix of private/public coverage while children with less severe conditions were more likely to 
have private insurance only.  

What Did Parents Say About Medicaid? 
   
“I have other children who are on CHIP and I can take them anywhere and get anything done. I 
have the one special needs child that is covered by Access. That is the one kid that needs it the 
most, and I can’t get him anything because nobody accepts the card, even in emergency 
situations.” 
 
“The dentist that we have does take Access, but it is like, ‘we only see Access patients during these 
times,’ and he won’t see Access patients after 2:00. So we have limited times. “ 
 
“There’s so much misinformation, misinterpretation, misunderstanding of what the bulletins and 
the statutes and laws all say, what they’re supposed to provide and who is actually physically 
responsible for...payment…nobody had an answer. So that makes things very difficult. You get 
frustrated. Everything is a battle.”  

Mercer and Wilkes-Barre Focus Groups 
 

 



 

Health Systems Research, Inc. Children with Special Health Care Needs Page 224 

 Medical Home and Access to Coordinated Care 

MCHB has established a goal of having CSHCN receive coordinated comprehensive care through 
a medical home. A medical home is not a building, house, or hospital, but rather an approach to 
providing comprehensive primary care. According to the American Academy of Pediatrics, a 
medical home is defined as primary care that is accessible, continuous, comprehensive, family-
centered, coordinated, compassionate, and culturally effective. In a medical home, a pediatric 
clinician works in partnership with the family/patient to assure that all medical and non-medical 
needs of the patient are met. Through this partnership, the pediatric clinician can help the 
family/patient access and coordinate specialty care, educational services, out-of-home care, family 
support, and other public and private community services that are important to the overall health of 
the child/youth and family. Under the outcome being discussed in this section, we will explore the 
extent to which a family receives care from a provider with characteristics of a medical home and 
the extent to which that care is coordinated. Discussions about the extent of family “centeredness” 
are under the next outcome.  

The data reported below is from the National Survey of CSHCN. The survey included 34 items 
used to construct a measure of medical home. These measures populated 6 of the 7 AAP 
definitional components of medical home, excluding continuous care. Those respondents who met 
a score threshold on the set of designated items and reported having a primary care provider were 
considered to have a medical home. Only 13.6 percent of CHSCN in Pennsylvania were reported 
as not having a medical home. While this figure is relatively low, it is higher than the national 
average of 11 percent. 

One of the items included in the medical home construct is whether the children receive care from 
a provider who knows them. As indicated in Table IX-14, the great majority of CSHCN across all 
races/ethnicities and levels of severity of their health condition report having a usual source of care 
and having a personal provider who knows them well.  

Table IX-14. 
Medical Home Indicators 

Items included in medical home construct 
Percentage of 
respondents 

reporting YES 
CSHCN has a usual source of care 90.7 

CSHCN has a personal doctor or nurse who knows them well 86.4 
Doctors communicate well with each other (respondents who 
replied excellent or very good) 57.0 

Doctors communicate well with other programs (respondents 
who replied excellent or very good) 41.2 

     Source:  National Survey of CSHCN, 2001  

In addition to having a usual source of care it is important that doctors communicate well with 
other doctors and other programs. Respondents of the National CSHCN survey were asked about 
their doctor’s communication practices. Ratings of the doctors’ communication were comparable 
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What Did Parents Say About  
Communication with Providers? 

 
“We are fortunate with the doctors that [my  
daughter] has had, that they have respect for 
her…they realize that yes, this child is cognitively 
bright, that she can understand what we’re 
saying. Because I think that a lot of non-verbal 
children they’re just not listened to. And that’s 
sad….They listen to her…the doctor takes time. 
And they  
listen to me.”      
 
“It’s very important to me that they listen to [my  
son].  [The doctor]  needs to take the time to 
work with him and also the staff out in the front 
office…to be respectful…that’s important, respect 
in the front [office] as well as from the 
professional himself.”    
 

Mercer and Wilkes-Barre Focus Groups 

to national averages, with the majority of families rating communication between their doctors as 
very good or excellent and somewhat fewer giving that rating to their doctors’ communication 
with other programs. Focus group participants’ discussion of the topic however, highlighted that 
this is an issue that remains problematic for 
some families and it is certainly of concern for 
many parents of CSHCN. 
 
Several strategies have been implemented in 
Pennsylvania to improve the overall care 
provided to CSHCN and support the medical 
home concept.  

The State Chapter of the AAP plays a key role 
in educating and supporting providers 
regarding the concept of medical home. 
Educating Practices in Community Integrated 
Care (EPIC IC) is a Medical Home 
Development project funded by the Maternal 
Child Health Bureau and the Pennsylvania 
Department of Health. The project is a 
collaborative effort of the Pennsylvania 
Department of Health Division of Special 
Health Care programs (DOH Title V), family 
organizations (Family Voices, Parent to Parent), and the PA Chapter of the AAP. The goal of the 
project is to establish sustainable medical home teams in primary care practices throughout the 
State. The Title V Program provides technical assistance and funding support for EPIC as well as 
financial support for the AAP care coordination demonstration mini-grants and child care 
education programs. 

The EPIC IC is a statewide provider education program using office based change as the key to 
improving the care provided to Children with Special Health Care Needs (CSHCN). EPIC IC has 
established a training program for primary care providers and their office staffs on how to create a 
medical home for children with special health care needs based on the Educating Physicians In 
their Communities (EPIC) model. The mission of the program, consistent with the Healthy People 
2010 goals and initiatives for CSHCN, is to enhance the quality of life for children with special 
health care needs through recognition and support of families as the central caregivers for their 
child, effective community-based coordination and communication, and improved primary health 
care.   

Providers must complete a number of specified activities in order to participate in the program, 
including:  

• Teleconference training in “what is a medical home?”  

• Identifying a parent advisor to be involved in on-going practice meetings,  

• Development of a system to identify the CSHCN in the practice and  
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What Did Parents Say About  
Care Coordination? 

 
“What is care coordination?  I have a sport 
coordinator with MR case management who tries 
very hard.  I have an excellent nursing care 
coordinator who tries very hard.  They don’t get a 
lot of cooperation from other entities. So you end 
up with little islands of care again…” 
     
Discussing who provides care coordination for her 
child, another mother stated: “Well, there is the 
school district, nursing, and with MR case 
management I have my sports coordinator 
and…like we have a separate person who does 
[coordination] for our waiver…”  
 

Mercer and Wilkes-Barre Focus Groups 

• Use of a screening tool to identify the severity of their special needs,  

• Completion of a medical home index baseline (based on the Dartmouth model) 
annually and  

• Agreeing to meet with other practices and AAP every 6 months.  

Through this project, AAP worked with 24 practices around the State over a 2-year period and 
visited the practices quarterly. Typically those practices have become ‘magnet’ practices for 
families of CSHCN because families feel that the provider is genuinely interested in serving 
special needs children and the parents feel their child is receiving good care. There are plans to add 
8 new practices this year. The program works closely with Parent to Parent, the Parent Education 
Network and DPW- Medical Assistance. AAP also provides 24 practices with funds to support 
care coordination using DOH Title V funds. The funds can be used to hire a new person or to 
support addition of care coordination responsibilities for existing staff.  

AAP is also working to increase understanding of the financial implications for providers acting as 
the medical home for CSHCN. The AAP has entered into collaboration with Keystone Mercy 
health plan on this topic and are looking for ways to improve compensation to medical practices 
working with CSHCN. It is anticipated that this effort could be used as a model for other plans.  

1. Care Coordination 

For many families of CSHCN access to care 
coordination is critical in the management 
of their child’s health care. Care 
coordination is also a key feature in a 
medical home. Children may have multiple 
providers and it is important to have 
someone who can coordinate services and 
find additional services when needed. 

Only one quarter of CSHCN in PA reported 
that a professional routinely coordinates 
their child’s care. Children with private 
health care coverage only were even less 
likely to report having routine coordination, 
with only 19 percent reporting routine use of a coordinator. This does not compare favorably with 
the proportion of CSHCN reported to need these services as discussed above.  
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Figure IX-2: Percentage Reporting A Professional Usually 
or Always Coordinates Child's Care
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The Title V Medical Payment Program is a small but important program that helps the State meet 
the outcome of having CSHCN use the full range of health-related services needed to maintain 
their health and well-being and the services to slow, delay, or prevent untoward outcomes resulting 
from their chronic health conditions or disabilities.  

CSHCN with some of the most serious health conditions may obtain some of their medical care 
through the Special Needs Medical Programs. This program, administered by the Division of Child 
and Adult Health Services, Special Conditions Section, serves individuals under 21 years of age 
who have spina bifida, hemophilia, cystic fibrosis, cleft palate, speech and hearing disabilities, or 
require specialized orthopedic or cardiac care. Children who meet the medical criteria and whose 
families have incomes less than 400 percent of the Federal Poverty Level can enroll on an annual 
basis and receive care through participating providers. Coverage is provided for medical and 
ancillary services as well as therapies and some prescription medications, as a payer of last resort. 
There are no co-payments or premiums for the program. If the family is eligible for Medicaid or 
CHIP, they will be referred for enrollment in those programs via the Special Kids Network. Data 
has been requested from the MPP program for inclusion in this report, but none has been received 
to date.  

Also key in helping the State attain outcome # 2, is the Department of Health Newborn 
Screening Program. This program plays a vital role in slowing delays or preventing untoward 
outcomes resulting from hearing disabilities by providing screening and early detection of 
newborns with hearing loss. The program links identified infants with a hearing loss to appropriate 
services. Hospitals submit patient data to the Department to ensure that all newborns are screened 
within 30 days, diagnosed within 3 months and receive prescribed treatment or early intervention 
services by the time they are six months old. The Department conducts active follow-up activities 
to assure that infants not passing initial screening receive follow-up treatment and linkage to Early 
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Intervention (Early Intervention in PA. Annual Report Submitted to the Governor. 2002-2003. PA 
State Interagency Coordinating Council). 

Outcome 3: Families of CSHCN, including their siblings, have access to and use appropriately 
the full range of health and health-related services required to promote their growth and 
well-being and manage their conditions or disabilities. 

 Access to Quality Insurance Coverage   

Families of CSHCN need to be able to access a range of services without experiencing extreme 
financial and/or emotional strain. Families of CSHCN with high quality insurance coverage are 
able to access care with less strain on family finances. One of the MCHB Title V performance 
measures is that families of CSHCN will have adequate private and/or public insurance to pay for 
the services they need.  

The PA Medical Assistance program provides coverage to many CSHCN in the State. As of 
December 2002, ten percent of the children enrolled in Medicaid (78,449) were identified as 
children with a disability. This number increased to 86,306, 11 percent of child enrollment in 
December 2003 as illustrated in Table IX-15. Families with a child on SSI and with income that 
exceeds the Medicaid eligibility guidelines can obtain coverage for their CSHCN alone through 
what is commonly referred to as the “Medicaid loophole.”  Despite difficulties obtaining some 
services due to provider shortage and stigma related to Medicaid, parents participating in the focus 
group spoke about this coverage as being essential to caring for their special needs child because 
the child’s medical needs far exceeded services covered under their private insurance plan.  

Table IX-15. 
CSHCN Enrolled in Medicaid 

Number of CSHCN Enrolled  
(percent of total Medicaid children)  Age 
Dec 2002 Dec 2003 

Under 1 year 345 (1.0%) 398 (1.1%)  

1-5 years 12,533 (5.1%) 13,822 (5.5%) 

6-12 years 35,657 (12.3%) 38,784 (13.1%) 

13-17 years 29,914 (16.2%) 33,302 (17.1%) 

Total  CSHCN 78,449 (10.0 %) 86,306 (11.0 %) 

Total children enrolled 
in Medicaid 751,240 778,892 

    Source:  PA Department of Public Welfare, 2004 

The State Children’s Health Insurance Program administered by the Department of Insurance also 
provides health care coverage for children with family income up to 200 percent FPL. This program 
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acknowledges that it serves some children with disabilities, but the program does not identify these 
children in its data system. Therefore there is no specific data on the number of CSHCN served by 
the CHIP program or data on the services they utilize.  

As indicated in Table IX-16, most CSHCN in the State are covered by private insurance, while 
public insurance or payment programs cover one fifth of CSHCN. Black CSHCN were more likely 
than White CSHCN to have a mix of public and private coverage (21.6 percent) or public coverage 
alone (33.4 percent).  

      Source:  National Survey of CSHCN, 2001 
  
Most children also enjoyed sustained health care coverage during the past year with no gaps in 
health insurance enrollment, however 5 percent of CSHCN (18,965) were uninsured. Black 
CSHCN were most likely to lack health insurance coverage (17 percent) as were families with 
income of less than 100 percent of the FPL (14 percent).  

Although it is obviously important for CSHCN families to have health care coverage for their 
child, it is equally important that the coverage meet the needs of that child in order to support full 
access to and use of services and therapies needed by the child. National CSHCN respondents 
were asked whether their insurance meets their child’s needs. Most families feel that their 
insurance coverage is adequate for their child’s needs as shown in Table IX-17.  

Table IX-17. 
Adequacy of Insurance Coverage for Pennsylvania CSHCN  

Characteristic of Insurance Coverage Percent of Insured Children  

Insurance usually or always met child’s needs  88.55 
Insurance usually or always permitted child to 
see needed providers  91.35 

Costs not covered by insurance were usually or 
always reasonable 73.40 

      Source:  National Survey of CSHCN, 2001 
  

Table IX-16. 
Insurance Coverage for Pennsylvania CSHCN  

Health Insurance Status Percent 

Private insurance only 60.82 

Public insurance 20.66 

Both private and public insurance 13.55 

Uninsured 4.97 
Percent of CSHCN With No Gap in Coverage 
During the Year Prior to the Interview 90.10 
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Adequacy seems to be comparable across all insurance types, however respondents whose child 
has public insurance only, were less likely to report that the insurance routinely meets the child’s 
needs.  

Table IX-18. 
Type of Insurance by Adequacy of Insurance 

Type of Insurance 

Adequacy of Insurance Private 
Insurance 

Public 
Insurance 

Both Private 
and Public 
Insurance 

Percent indicating insurance 
usually or always met child’s 
needs 

90.77 83.83 89.36 

Percent indicating insurance is 
good for CSHCN 83.67 85.77 86.25 

     Source:  National Survey of CSHCN, 2001 

  

2. Financial Strain 

Having a child with special needs is often a considerable financial burden that strains a family’s 
resources and creates additional stress. Ten percent of National CSHCN Survey respondents in 
PA pay $1000 or more in medical expenses per year (compared with 11.2 percent nationally) and 
18  percent indicated that their child’s condition caused financial problems for the family (vs. 
20.9 percent nationally). More than one quarter of these families also reported that the child’s 
condition caused family members to cut back or stop working.  

Table IX-19 shows that there are differences in financial strain on families by severity of the 
child’s condition. Understandably, the more severe the child’s condition, the more likely the 
family was to report financial problems as a result of that condition. Health insurance also plays 
a role in financial burden. Families, who have coverage solely through public programs or solely 
through private programs, were less likely to report financial problems than families with a mix 
of public and private coverage.  

This finding may be indicative of the population who uses mixed coverage—families that have 
exceeded their resources and coverage options in the private sector and have been forced to 
supplement those resources with public coverage. Thirty percent of families with mixed 
insurance for their CSHCN reported financial problems versus 16.9 percent for all insurance 
types. There were no significant differences among racial/ethnic groups. 
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Table IX-19. 
Percent of Respondents Indicating that their Child’s Condition has Caused Financial 

Problems for Their Family by Severity of Child’s Condition 
Severity of Child’s 
Condition Percentage Reporting Financial Problems 

Mild 8.5 

Moderate 16.6 

Severe 35.5 
      Source:  National Survey of CSHCN, 2001 
  
 
3. Family-centered Care   

While it is impossible to fully alleviate the strain of raising a child with special needs, efforts to 
organize services, and ensure access to available benefits with minimal hassle can help limit the 
stress on the family. Another MCHB Title V outcome is that families of CSHCN partner in 
decision-making and are satisfied with the care they receive. There are a number of questions on 
the National Survey of CSHCN that address whether doctors delivered family-centered care. As 
shown in Table IX-20, most respondents rated their child’s doctor high overall, on indicators of 
family centered care. 

Table IX-20. 
Indicators of Family Centered Care 

Doctors usually or always spent enough time 82.36 

Doctors usually or always listened carefully 88.10 

Doctors were usually or always sensitive to values and customs 85.33 

Doctors usually or always provided needed information 82.86 
      Source:  National Survey of CSHCN, 2001 
  
Minority families rated their provider less favorably on indicators of family centered care than 
White respondents. Hispanic respondents reported more problems with providers spending 
enough time and being sensitive to values and customs. Black respondents rated providers less 
favorably regarding spending enough time, listening carefully and providing needed information 
about their child’s care.  
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Table IX-21. 
Indicators of Family Centered Care By Race/Ethnicity 

Race/Ethnicity Indicator White Hispanic Black 
Doctors usually or always spent 
enough time 86.8 73.5 57.2 

Doctors usually or always 
listened carefully 88.2 86.7 74.7 

Doctors were usually or always 
sensitive to values and customs 87.0 74.2 86.4 

Doctors usually or always 
provided needed information 83.4 84.8 77.2 

       Source:  National Survey of CSHCN, 2001 
 

Type of health insurance also made a difference in respondents’ ratings of their provider. 
Respondents with private insurance only reported the most favorable ratings on indicators of 
family centered care as shown in Table IX-22. 

 
Table IX-22. 

Indicators of Family Centered Care By Insurance Type 
Insurance Type 

Indicator Public Private Public 
and 

Private 

ALL 

Doctors usually or always spent 
enough time 73.3 86.9 77.5 82.4 

Doctors usually or always 
listened carefully 76.0 90.4 88.4 86.6 

Doctors were usually or always 
sensitive to values and customs 79.9 89.2 77.7 85.1 

Doctors usually or always 
provided needed information 78.3 86.1 77.1 82.8 

        Source:  National Survey of CSHCN, 2001 
 
 
According to the National CSHCN Survey, more than 60 percent of families with special needs 
children feel like partners in the decision-making process with their child’s provider and they 
feel satisfied with the services provided. Feeling respected as a partner in the child’s care can 
play a significant role in helping families to handle the stress related to managing the health care 
needs of a special needs child. Focus group participants expressed a great deal of frustration 
about their interactions with physicians caring for their CSHCN as illustrated in the text box. 
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4. Community-based Services for Families of CSHCN 

Another Title V performance measure is that 
community-based service systems will be 
organized so that families can use them easily. 
Overall, nearly three-quarter (73.4 percent) of the 
CSHCN of the National Survey respondents 
reported that community-based services are 
usually or always organized in this manner. Black 
respondents were much less likely to report this 
(39.6 percent) likely due to differences in how 
services are provided in predominantly Black 
communities and respondents’ experiences with 
those services. It is also worth noting that families 
whose children have a functional limitation and 
those that have above routine need for medical 
services were also less likely to report that 
community based services were organized so that 
families could use them easily (60 percent and 55 
percent respectively). 

The following services/programs are administered or supported by the Department to help ensure 
that families of CSHCN have access to and use appropriately the full range of health and health-
related services required to promote their growth and well-being and manage their conditions or 
disabilities.  

5. Special Kids Network (SKN)  

This program provides information and support to families and health and human service 
providers through a help line and facilitates cross-system coordination and collaboration through 
its systems development component.   

The systems development component of SKN provides technical assistance and facilitates 
activities related to community development, coalition building and program development and 
monitoring to create or improve services for CSHCN and their families. Regional community 
systems development specialists help to identify community and individual needs and assist 
communities in developing family-centered community-based services. The specialists also 
serve, as needed, as a resource and research agents for the SKN toll-free telephone help line. 

The SKN telephone help line connects parents to a call specialist located at a call center in 
Harrisburg. Several regional call centers were previously operated throughout the State, however 
these centers have now been centralized under a new contractor at one call center located in 
Harrisburg. The State contracts with a firm, whose parent company is based in Colorado, to 
manage the call center. This call center now handles calls from multiple help lines including 
Healthy Babies and Healthy Kids. It is interesting to note that parents who participated in focus 

What Did Parents Say About  
Interactions with Providers? 

 
“The doctors don’t talk to use like people.  
They talk down to us like we don’t know 
anything and we are their parents.  We are with 
them all the time.  And yet, they want to talk to 
us as if we don’t know anything.  There is a 
measure of respect needed.” 
 
“They don’t seem to realize that we do a lot of 
research and studying on our own and we are 
intelligent beings that have a lot to offer.  
Sometimes I even get the feeling that they 
think [the child’s condition] is your fault for 
some reason.” 

Mercer and Wilkes-Barre Focus Groups 
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groups for this needs assessment believe that the new call center is located in Colorado. It is not 
clear how they formed this opinion, but they were very adamant in this belief.  

Twenty-three specialists are on staff at SKN and are available from 8:00 a.m. to 6:00 p.m., 
Monday through Friday to help parents find a variety of services in their community. Through a 
State of the art call tracking and referral database (CTARA) the help line houses information on 
thousands of agencies serving CSHCN Statewide that, in 2004, included 1493 agencies in the 
NW, 957 in NC, 1392 in NE, 2298 in SW, 1052 in SC and 2373 in SE. Agencies and services 
information is updated annually and new agencies are added in an on-going manner using a 
specified inclusion/exclusion protocol from the Bureau of Family Health.  

Examples of topic and service areas for which referrals are made include, but are not necessarily 
limited to the following: 

• Education and training - Braille instruction, adaptive driver training, independent 
living skills, family resource libraries  

• Health care products - Adapted clothing, standing and walking aids, wheelchair 
repair, assistive technology  

• Recreation and leisure - Recreation and therapeutic camps, Special Olympics, 
wheelchair sports, playgrounds with adaptive equipment  

• Social services and counseling - Adolescent, child or family counseling, 
bereavement counseling, hospice care, adoption  

• Support and advocacy - Parent and sibling support, special education advocacy, 
legal rights advocacy  

• Therapy - Physical, occupational, speech, play and equestrian therapy. 

In the 4th quarter of 2003 and the 1st quarter of 2004, the SKN call center logged a little over 
4,000 completed calls for each quarter from various regions of the State. Slightly more than 
half of the calls received were new (versus follow-up) calls. According to SKN data for the 
first quarter of 2004, many of the hotline’s calls originated in the Southeast area of the State, 
which is not surprising given the population density of the Philadelphia area. Data on the calls 
originating from each area of the State is summarized in Table IX-23 below.     

Table IX-23. 
SKN Quarterly Call Data (1/1/04-3/31/04) 

 Number of New Calls Number of Completed 
calls 

Number of 
referrals 

Region    
NW 419 627 1041 
NC 285 342 924 
NE 296 594 884 
SW 303 776 828 
SC 218 525 497 
SE 634 1306 1384 
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What Did Parents Say About SKN? 

“I found Special Kids to be really helpful before it became 
centralized. Now…you can’t get any viable 
information…You used to be able to call and say I’d like a 
support group on X based in the NE. And they could say, 
well you know you have X Group and it focuses on this 
and you have this one and they kind of focus on that. 
..now you call and they might give you two names and 
you have no idea…whether you even want to follow up 
on that. The regional contact pieces are just not there any 
longer. I stopped referring people to the line.” 
 

Mercer and Wilkes-Barre Focus Groups 

As shown in Figure IX-3 below, a little over one fifth of the calls received were for services for 
children ages 0-5, followed closely by calls for children ages 11-21. Calls for children ages 6-10 
and adults over age 22 were less common. The age of the client was not given for a significant 
proportion of SKN calls. Most information and referral requests for children birth through age 5 
were for services related to autism, Cerebral Palsy (CP), developmental delays, and speech 
impairment. For ages 6-10, calls were for services related to autism, behavioral disorders and 
CP; and for ages 11-21 – behavioral disorders, autism, mental retardation, CP, and learning 
disabilities.  

Figure IX-3: Ages of SKN Clients 
(1/1/04 - 3/31/04)

birth to 5
21%

6 to 11
16%

11 to 21
19%

Over 22
14%

Not Given
30%

  
  Source: PA Department of Health - SKN Central Database, 2004 

The primary persons calling the help line are parents and caretakers of CSHCN, followed by 
agency or service providers and social workers (based on SKN 10/1/03-12/31/03 call data). More 
calls seem to be generated by service 
agencies in the Northern area of the 
State—28 percent in the NW and 23 
percent in the NC, versus 10-13 percent 
in other areas of the State. About 10 
percent of the calls were from the client 
themselves, with the exception of the SC 
region where clients comprised 16 
percent of the calls. A very small 
percentage (6 percent) of calls was 
identified as being from friends or 
relatives. 

Families of CSHCN in the NE District and NW Districts of the State commented that the SKN 
Hotline was found to be very helpful in the past, but that since the line was centralized, they no 
longer find it as helpful. Some parents believe that the new call center is located in Colorado and 
their experience with the new center is that the staff is neither as knowledgeable about special 
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health conditions nor about local services and providers as the ‘old hotline staff’ had been. Key 
informants and focus group participants reported that the new call center staff does not have a 
basic understanding of issues affecting CSHCN and how the child’s condition impacts the 
family’s life. In addition, they felt that new call center staff lack the intimate understanding of 
the resources available and how programs work in specific areas of the State. In the experience 
of the focus group participants and key informants, this type of information and assistance was 
available at SKN helpline under the previous contractor and they bemoaned losing that level of 
support and guidance. 

The perceptions and experiences of parents were in conflict with the information provided by 
SKN managers and staff regarding the help line’s operational procedures. SKN call specialists 
stated that they routinely follow up with callers to see if the information provided was useful and 
to identify other information and referral needs that the family may have. If referrals given were 
not accurate in terms of the contact information or services the agency provides, a designated 
staff person makes updates to the database. The SKN staff also reported that they routinely 
receive information from the regional health consultants to help assure that the database is as up 
to date as possible. It was disclosed however, that the effectiveness of the linkage and flow of 
information between the regional offices and the call center vary significantly from one region to 
another. 

The new SKN data system, operational as of October 2004 has the capability of tracking ‘unmet’ 
needs of callers that could potentially be used to track and follow-up on trends regarding unmet 
needs. Data from the new system was requested for analysis and inclusion in this report, but the 
data has not yet been received.    

6. School Health Program/ School Health Consultants 

Article XIV of the Pennsylvania Public School Code provides that all children attending public, 
private, and parochial schools receive school health services. These services include medical and 
dental examinations and five different health screenings (growth, vision, hearing, scoliosis, and 
tuberculosis) at specified intervals; nursing services, including the treatment of acute and chronic 
conditions, first aid, and emergency care; medication administration; health counseling and 
health promotion; maintenance of student health records; and assessment for school 
immunizations. The Health Department reimburses the school districts, vocational schools and 
charter schools for a portion of expenses associated with providing this service. A full time 
School Health Consultant is located in each of the Department’s six district offices to provide 
information, consultation, technical assistance, training, and coordination of programs and 
services to schools, parents, and the community at large regarding school health programs and 
services. 

Issues of concern regarding school health programs 

There is a perceived increase in the number of students with health issues attending public 
schools and an increase in the complexity of the health conditions affecting these students. This 
situation has placed new demands on school nurses. In order to better manage the well-being of 
this population, DSH encourages schools to develop health care plans for the children and 
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provides the schools with training and information about the development of health care plans. 
Schools are required to develop a plan under Section 504 of the federal ADA/IDEA act – similar 
to the IEP appropriate health care plans except that the child has a medical problem, not a 
developmental problem. District CSHCN Consultants work with District School Health 
Consultants on these issues. 

7. DOH Special Health Care Needs Consultant/ Family Health Consultant Program     

The Department funds one Special Health Care Needs Consultant in each of its six Community 
Health Districts to provide education, consultation, evaluation, and implementation of programs 
for children with special health care needs and their families. The primary role of the Consultants 
is to represent the Department’s Division of Child and Adult Health Services at the local level 
and ensure that children with special health care needs have access to services in their local 
community. Consultants also provide assistance to agencies and organizations, and facilitate the 
coordination of services.  

As part of the Consultant Program, tertiary children’s hospitals have been contracted to employ 
Family Health Consultants (FHC) to provide on-site support to families of hospitalized CSHCN. 
This program supports a staff person in the Philadelphia, Pittsburgh, Penn State and St. 
Christopher’s Children’s Hospitals to provide family group meetings, individual family 
meetings, and to accompany families to medical consultations. The Family Consultants make 
referrals to Special Health Care Needs Consultants and the Special Kids Network and participate 
in hospital-sponsored outreach activities. 

8. Parent to Parent Network 

Parent to Parent of Pennsylvania is a volunteer peer support network accessed via the Internet 
and a telephone hotline to connect families in similar situations with one another so that they 
may share experiences, offer practical information and/or support. Parent to Parent staff helps 
parents or family members locate an individual mentor or support group that meets their needs. 
Staff also provides technical assistance to local support and mentor groups.  

The program’s data retrieval capabilities (particularly in obtaining reliable unduplicated counts) 
are limited at this time due to difficulties encountered while combining six regional databases 
into one centralized database. It was estimated however, that as of January 2005, the program’s 
database housed information for approximately 218 support groups throughout the State.  

In fiscal year 2003-2004, 728 calls were made to the hotline from various regions of the State as 
detailed in Table IX-24 below.  

 

 



 

Health Systems Research, Inc. Children with Special Health Care Needs Page 238 

Table IX-24. 
Parent to Parent Calls by Region 

(2003- 2004) 
Region Number of Calls 
South East  

Philadelphia  
220 
57 

South Central   134 
South West       

Alleghany County  
97 
34 

North East  82 
North Central  96 
North West  92 

           Source: Parent to Parent Network, 2005 

Callers reported a wide variety of diagnoses for their children/family members during this fiscal 
year including but not limited to asthma (20), diabetes (2), attention deficit disorder/ 
hyperactivity disorder (126), autism (86), behavioral disorder (46), Asperger’s Disorder (34), and 
pervasive developmental disorder (31).  

The most common requests from families are related to locating daycare, child care for children 
over age 12, respite care, dental care providers, child psychiatry, transition services and 
advocacy help. Parents often seek advocacy assistance in navigating the educational system and 
assuring that their child’s IEP and goals are appropriate to meet the child’s needs. Parents also 
turn to the Parent to Parent Network for information about transition from high school to the job 
market for the CSHCN. And locating appropriate job opportunities outside of food service. 
Parents are referred to Occupational and Vocational Rehabilitation Services and the Special Kids 
Network for assistance with transition concerns.  

Unmet needs of CSHCN and their families as identified by the Parent to Parent program staff 
centered primarily on availability of services for families living in rural areas of the State. Basic 
services such as child care, respite and appropriate recreation are lacking for CSHCN in these 
areas of the State. Systemic issues for CSHCN include trying to determine who is responsible for 
assuring provision of services when gaps between family need and services availability occur. 
Collaboration between the State agencies and departments is critical in these instances. Currently 
however there is not a statewide system to support collaboration at this level, although the 
Governor’s Children’s Cabinet tried to create such a system. 

9. Healthy Baby Healthy Kids (HB/HK) 

HB/HK is an information and referral partnership project between DPW and the Department of 
Insurance. They work collaboratively with SKN, the SHCN Consultants and the March of 
Dimes. The purpose of the project is to provide information and referrals to families and 
community agency staff regarding health care providers and health care plans in Pennsylvania. 
Information is provided through a telephone help line available toll-free Statewide. The help line 
is located through the same central call center as the SKN help line.  
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What Did Parents Say? 
 
Families of CSHCN in Mercer County commented 
enthusiastically about the usefulness of the Elk’s 
Nurses Program and the benefits of having a person 
you know to turn to when they need help finding or 
accessing a service for their child. It seemed 
particularly important to the parents that they could 
trust the Elk’s nurse to follow-up on their requests and 
be assured that she would try to do her best to get 
them the help they needed or link the family with an 
agency that could help them. 

Mercer and Wilkes-Barre Focus Groups 

HB/HK primarily provides prenatal referrals and referrals to child services. Minorities in urban 
areas are the most frequent users of this service. Most callers are seeking prenatal care 
information and referrals. While there are many requests that require case management services, 
the majority of child services calls are for referrals for routine or preventive services. Less than 1 
percent of their callers were seeking CSHCN services; these families are likely to use the Special 
Kids Network hotline instead (State of PA InterAgency Outcomes of the HB/HK Helplines, 
2002). 

10. Tourette Syndrome Program/ PA Tourette Association Inc.  

The Association operates an information and referral telephone line and support network, as well 
as provides education, training and organizational consultations related to Tourette syndrome. 
They serve an average of over 3000 clients in a 6-month period. The majority of their clients are 
ages 15-21. Of the 3000 clients served, 1124 were ages 15-21 years, 627 were ages 5-14 years 
and only 3 clients were 0–4 years old. They also post many mailings regarding support groups 
and other resources available for families of persons with Tourette syndrome, and provide a 
newsletter and information to individuals upon request. Occasionally they do professional/in-
service presentations as well.  

11. Epilepsy Foundation of Eastern PA/Epilepsy Foundation of Western PA  

The Foundation provides referrals, educational materials, support groups, peer linkages, teen 
retreats, presentations to schools and advocacy services (health service guidance and IEP 
guidance). The Western Foundation serves 49 counties of the State. 

The Eastern Foundation serves 18 counties and provided services to nearly 300 clients in a 6- 
month period—77 clients were ages 6 years old to 12 years old and 32 clients were ages birth to 
5 yrs old. The remainder of the clients was over age 21. The Foundations serve clients with 
epilepsy as well as their families; 52 clients were siblings or families of individuals diagnosed 
with epilepsy. Referrals were provided to 64 clients (34 medical/dental referrals; 20 support 
program referrals; others were legal or 
school-related). Educational materials 
were provided to 109 parents of children 
diagnosed with epilepsy. 

Two private, community based 
programs were mentioned repeatedly as 
a key resource for families of CSHCN 
by focus group participants and key 
informants. 

12. Elks Nurses Program   

The State Elks club has established 26 “Elks Nurses” across the State. The goal of the program is 
to provide support to disabled persons – adults and children. Activities range from locating a 
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wheelchair to accompanying parents to IEP meetings. The Elk’s Nurses coordinate with the AAP 
medical home practice site care coordinators. The Elk’s Nurses also work together with the 
Special Kids Network and Family Consultants, to provide support and information to families of 
CSHCN as requested. 

13. PA Parents and Caregivers Resource Network (PPCRN) 

PPCRN is a grassroots effort whose goal is to support parents’ and caregivers’ efforts to help 
their CSHCN. The network helps families to form local networks with other parents in their area, 
provides information about developmental disabilities, special education concerns, transition 
planning, consultations for developing parent groups and advocacy and informational workshops 
regarding special education, adult services, the PA Waiting List Campaign, and mental 
retardation waivers. The network also administers a mini-grant program for parent groups. Toll-
free numbers are provided for families in the Central, Eastern and Western regions of the State. 
Several parents in the focus groups mentioned PPCRN as a valuable source of information and 
support for families of CSHCN in Pennsylvania. 

Outcome 4:  CSHCN use out of home childcare, preschool, and ongoing educational services 
as appropriate to their age, developmental stage, and health condition and/or disability. 

The needs of CSHCN change throughout their lifetime and it is important they have access to 
services that foster their development. There are a number of agencies that have lead 
responsibility for providing developmental and educational services for CSHCN. The programs 
provided by these agencies are covered under this section. 

1. The Early Intervention (EI) Program   

Information below is gathered from the 2002-2003 and 2003-2004: Early Intervention in PA 
Annual Report Submitted to the Governor by the PA State Interagency Coordinating Council.  

The Early Intervention (EI) program serves infants and toddlers (birth through age 2) who have 
or are at risk of having a developmental delay and young children, ages 3 to 5 who have 
disabilities or developmental delays. The Department of Public Welfare (DPW), Office of 
Mental Retardation (MR), is the lead agency in Pennsylvania for providing services to infants 
and toddlers, birth to 2 years old, under Part C of the 1997 IDEA.  

The Department of Education provides preschool services for children ages 3 to 5 under a 
Mutually Agreed upon Written Arrangement (MAWA). Coordinated services for children and 
their families ages birth to 5 years old are provided by 34 MAWA agencies—27 are intermediate 
units, 6 are school districts, and 1 is a private provider. The Department of Health supports EI 
with primary and secondary prevention activities and referrals conducted through the Special 
Kids Network, Family Consultant Program, the Newborn Screening Program, Newborn Hearing 
Screening, Childhood Lead Poisoning Prevention and Love ‘em With a Check-Up Programs. 
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The Commonwealth has a 15-member advisory board—the State Interagency Coordinating 
Council (SICC), that advises and supports the State agencies responsible for EI. SICC facilitates 
the relationship between parents and professionals within the Early Intervention System by 
making recommendations to the Departments of Education, Health and Welfare.  

During the 2003-04 program year, the EI system served over 60,000 infants, toddlers and young 
children through a variety of service delivery options, as summarized in Table IX-25.  

 
Table IX-25. 

Number of Children Served in EI, 2003-2004 
Age of Child 

(Agency) 
Birth to 2 years 

(Dept of Public Welfare) 
3 – 5 Years 

(Dept of Education) 
Birth to 5 Years 

(Dept of Health) 
Birth to 5 Years 

(All agencies) 
24,274 35,785 2,011 62,070 

Source: PA State Interagency Coordinating Council, 2004 

As illustrated in the chart below, the number of children served through the Early Intervention 
program has been increasing steadily over the past 5 years. The number of infants and toddlers 
entering the program continues to increase despite a decrease in the birth rate during these years. 
This may be due to improvements in early identification and outreach efforts of the program. 

Figure IX-4 shows the services prescribed for EI program participants in 2004. More than a third 
of all services prescribed were therapies (physical, occupational, and speech), followed by 
special instruction services and medical, diagnostic, nursing and nutrition services.  
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The EI program places emphasis on providing care in the most natural and least intrusive 
environment possible. Figure IX-5 shows the location in which preschool children received EI 
services. Nearly equal proportions of children were served in typical early childhood programs 
and Head Start Programs (37 percent) and in special education settings (36 percent).  

 
 
2. EI Data Systems 
 
The Early Intervention Reporting System (EIRS) tracks the progress of children through the 
Early Intervention Service System, and tracks the types of services made available. Information 
on children who have been referred or are receiving services is entered, stored and managed by 
the local MH/MR unit, which is responsible for submitting this information to the EIRS Support 
Group, who then updates the statewide system. DPW can access the EIRS central files to 
perform statewide analysis and reporting.  

3. Training 

The Pennsylvania Training and Technical Assistance Network (PATTAN) provides training and 
TA to County Mental Health/Mental Retardation and MAWA early intervention programs based 
on the practices and research of family centered support for children in their natural 
environment. State Departments identified training priorities based on analysis of State needs 
assessments and available research. Training has been provided through State and local training 
plans. The 2002-2003 Priority State Training Initiatives were:  Progress monitoring, autism, 
behavior supports, early literacy, evaluation – infant and toddlers, leadership, low incidence, 
service coordination, and transition. Other areas being addressed through local training initiatives 
include assistive technology, IFSP/IEP development and implementation, at risk children, and 
pediatric therapy.  

F ig u r e  IX -5 : P r e sc h o o l C h ild r e n  S e r v e d  b y  L o c a tio n
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Focus group participants and key informants both praised the Early Intervention Infant & 
Toddler program. They reported that it has a thorough diagnostic and assessment component as 
well as comprehensive care coordination. The care coordination was noted as particularly 
valuable for parents who are completely new to the CSHCN community/system when their child 
enters EI. Parents stated that services were well coordinated through the Infant Toddler program 
and they were grateful to know that they had a specific person they could call with questions or 
concerns. Parents and key informants stated that care coordination is not available for parents of 
CSHCN once the child turns 3 years old. Some parents mentioned case managers were assigned 
to them through the Office of Mental Retardation, but they were unanimous in their opinion that 
those case workers have a very limited scope of responsibilities specific to MR services and they 
did not function as care coordinators for the child.   

4. ECELS 

The Pennsylvania Chapter of the American Academy of Pediatrics manages the PA Health Child 
Care program. The Early Childhood Education Linkage System (ECELS) has been developed as 
part of this program and provides information training and support to child care staff and 
administrators in efforts to promote quality child care throughout the State. 

One of the goals of ECELS is to support the provision of competent quality care for CSHCN in 
traditional childcare settings. ECELS provides educational materials and training to childcare 
staff on topics related to care of CSHCN to achieve this goal. The ECELS workshop on 
Inclusion of CHSCN uses interactive discussion of real-life examples presented in a video 
segment to help child care personnel identify and suggest ways to overcome barriers to 
enrollment and competent care for children with special needs. Additionally, it includes key 
strategies for inclusion, tips to assess the capability of the program and how to identify and use 
community resources. 

Fact Sheets are available to providers on various topics related to caring for CHSCN in day care 
settings, including, but not limited to: asthma, diabetes, seizures, spina bifida, tube feeding, 
medication administration and ADHD. They also provide resources on tailoring preventive 
health monitoring practices to be appropriate for CSHCN. 

5. Head Start    

In 2003-2004, the Head Start program provided preschool for 36,370 children from low-income 
families through 89 programs located throughout Pennsylvania. Nearly 2,800 of those children 
were served by 35 Early Head Start programs for children under 3 years old. There are six 
migrant Head Start programs in Pennsylvania, located in Adams, Berks, Chester, Erie, Franklin 
and Lackawanna County (PA Head Start Association, 2004). 

Head Start is primarily funded through Federal Health and Human Services funds, but in 2003 
the Commonwealth approved $15 million for a new Head Start Supplemental Assistance 
Program, which was used to expand many half-day programs to full-day preschool programs.  
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By Federal mandate, ten percent of the Head Start enrollment slots must be made available to 
CSHCN. In program year 2003-2004, 16.4 percent (5,985) of children enrolled in Head Start 
were determined to have a disability. Head Start performance standards mandate designation of a 
disabilities coordinator to develop plans for disabilities services and outline how children with 
special needs will be integrated to the fullest extent possible. Ninety-four percent of the children 
with disabilities (5,647) were determined eligible for special education services or Part C 
services and only 5 percent (290) of those determined eligible were not receiving special 
education or Part C related services. An Individual Education Plan (IEP) or Individual Family 
Service Plan (IFSP) was in place for 97 percent of the children with disabilities. Head Start 
programs also track children who receive treatment for several conditions including anemia 
(898), asthma (3,373), hearing difficulties (881), overweight (1,729), vision problems (1,708) 
and mental health services (581). Table IX-26 details the disabilities that were diagnosed among 
Head Start children and the number of children receiving special services related to that 
condition. 

 Source: PA Head Start Association, 2004 

A major strength of the Head Start (HS) programs regarding services for CSHCN are the 
transition services provided. Head Start teachers routinely work directly with school district 
personnel to facilitate transition from Head Start into the local school system. HS teachers also 

Table IX-26. 
Head Start Children with Disabilities by condition 

Disability Number of Children 
Diagnosed 

Number of Children 
Receiving Treatment 

Health Impairment 140 82 
Emotional/Behavioral 
Disorder 281 254 

Speech or Language 
Impairment 2,454 2,342 

Mental Retardation 12 12 

Orthopedic 
Impairment 35 35 

Visual or Hearing  
impairment (including 
blindness & deafness) 

34 32 

Learning disabilities 9 9 

Autism 73 73 

Traumatic Brain Injury 1 1 

Non-categorical 
developmental delay 2,223 2,188 

Multiple disabilities 
(including blind-deaf) 148 117 
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prepare both parents and the child for the transition. Head Start performance standards require 
each program to develop interagency agreements with local education agencies and other 
agencies providing services to children with disabilities. The agreements must include, but are 
not limited to Head Start’s participation in Child Find, training, referrals, IEP meetings, 
placement decisions, and transition sharing. More than five hundred school districts (553) in the 
Commonwealth have Head Start programs operating within their service area. Head Start 
programs have formal agreements to coordinate transition services with more than 60 percent 
(340) of those districts. Many Head Start programs provide training to other childcare facilities 
on transition issues. Head Start programs also work closely with their local Intermediate Unit 
(e.g., Northwest Tri-County IU, Capital Area, Central Susquehanna, Tuscarora, Westmoreland, 
Lincoln, and IU 1, 08, and 13) to obtain special education services and therapies for special 
needs children within the Head Start classroom.  

Head Start programs also collaborate with a variety of local and Statewide organizations 
including the Easter Seal Society, WIC, individual school districts, United Cerebral Palsy 
affiliates, the University of Pittsburgh Medical School, Millersville University, local child 
development centers and local Early Intervention provider agencies.  

6. Special Education Services   

At age 3 children who have disabilities or delays are no longer eligible for the Infant-Toddler 
Program. They may qualify for special education services provided by school districts. It is 
important that students who receive Early Intervention Services have their eligibility for Special 
Education Services assessed so that appropriate follow-up can take place through Special 
Education.  

The Special Education Program enrolled over 24,000 children with disabilities ages 3-5 in 
December 2003. At that time, 250,305 children with disabilities ages 6-21 were also enrolled in 
special education services (Special Education Statistical Summary 2003-2004). Table IX-27 
shows the age breakdown of students enrolled in Special Education during December 2003. 

 
          
 
 
 
 
 
 
 
 
 
 
 

     Source: PA Special Education Statistical Summary, 2003-2004 

The racial/ethnic breakdown of children enrolled in special education is provided in Table IX-28 
below. The proportion of White and Hispanic special education students closely mirrors the 
overall distribution of children in the Commonwealth, however Black CSHCN are slightly over-
represented in the Special Education program.  

Table IX-27. 
Children Enrolled in Special Education by Age, 

December 2003 
Age Number Enrolled 
3-5 24,918 
6-11 107,778 
12-17 129,038 
18-21 13,671 
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Table IX-28. 
Special Education Enrollees by Race, December 2003 

Race Spec. Education 
Enrollees (%) 

Public Education 
Enrollees (%) 

All PA 
Children (%) 

Black 16.8 15.7 14.1 
Hispanic 5.8 5.5 17.3 

White 76.5 76.4 61.9 
Other 0.7 2.4 6.7 

       Source: U.S. Department of Education, Center for Education Statistics 

Students with learning disabilities comprise the majority of children enrolled in special education 
as illustrated in Table IX-29 below. Children with speech and language related disabilities 
account for 15 percent of special education enrollees, while children with an emotional 
disturbance or mental retardation each account for about 10 percent of the Special Education 
enrollment. 
 

Table IX-29. 
Disability of Children Enrolled in Special Education, 

December 2003 
Disability/Impairment Total Number 

of Children  
% of Children 

Enrolled  
Mental Retardation 28,906  10.7 
Hearing  2,730  1.1 
Speech/Language  38,056  15.2 
Vision 1,159  0.5 
Emotional Disturbance 24,352  9.7 
Orthopedic  1,007  0.4 
Other Health Impairment 6,798   2.7 
Learning Disability 139,541  55.7 
Deaf-Blindness 68  0.02 
Multiple Disabilities 2,699  1.1 
Autism 5,821  2.3 
Traumatic Brain Injury 1,168  0.5 

Source: PA Special Education Statistical Summary, 2003-2004 
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What Did Parents Say About Education Related Services? 
 
“ Our biggest problem I would say in the last year has been the wraparound services. And 
there is no watchdog. No one oversees these agencies with the staff that they hire. No one 
cares. And it’s just so upsetting as a parent that they don‘t care…they’re not providing 
quality staff. And my son suffers…but yet someone is better than no one.” 
 
“I think Special Ed teachers do for special ed…but they don’t go for autism or many of the 
things that our kids have…they should be required to educate themselves on the 
conditions of the children who are entering the classroom.” 
 
“The whole individual plan, the IEP, if you don’t know what to ask for you are not going to 
get it, because they will not say, ‘okay you need this, you need this.’ It’s, ‘what would you 
like?’  I hate that question because sometimes I don’t know how to answer it.” 
 
“When I teach advocacy classes, sometimes there will be 50 or 60 parents in a classroom 
and none of them have ever had a class on IEPs…so you’ve got somebody who has a child 
that’s 20 or 21 and they’ve never attended anything.”  
 
                                                        Mercer and Wilkes-Barre Focus Groups 

 
Outcome 5: Adolescents with special health care needs receive the services necessary to 
make the transition to adult health care, work, and independence. 

The final Title V performance measure for CSHCN States that youth with special health care 
needs will receive the services necessary to make transitions to adult life, including adult health 
care, work, and independence. Pennsylvania, similar to most of the rest of the country, has 
struggled to provide the services necessary to help CSHCN transition to adulthood.  

The National CSHCN Survey included three indicators regarding secondary transition. 
Pennsylvania ratings were comparable to national averages in these areas as illustrated in Table 
IX-30 below. 

Table IX-30. 
Transition to Adulthood (for children ages 13 and older) 

 Pennsylvania United States 
Doctors have talked about changing needs as 
child becomes adult 50.9% 50% 

There is a plan for addressing the child’s 
changing needs 55.2% 59.3% 

Child has received vocational or career training 22.1% 25.5% 
       Source:  Summary Tables from the National Survey of Children with Special Health Care Needs, 2001 
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 1. PA Transition Services 

Transition Services in the Commonwealth are administered under a MOU between Department 
of Public Welfare (DPW), Department of Education, Department of Health and the Department 
of Labor and Industry – Office of Vocational Rehabilitation (OVR). Each agency was charged to 
develop guidelines on the implementation of the MOU and train State level staff as well as local 
entities.  

OVR is responsible for providing vocational rehabilitation services to assist eligible students 
with disabilities to prepare for, enter and or maintain employment as specified on an Individual 
Plan for Employment (IPE). OVR transition services include but are not limited to assessment, 
vocational guidance and counseling, physical restoration services, career counseling and or job 
placement. Local workforce investment boards and Youth Councils are responsible for assuring 
the provision of the services that are outlined in the IPE and ensuring coordination of services 
with participating State and local agencies. As part of the MOU, OVR accepts referrals from the 
LEA for development of an IPE anytime from 2 years prior to graduation up to graduation 
(before the student leaves the school setting);  responds to the lead education agency (LEA) 
regarding input for development of IPE; and provides consultation and technical assistance to the 
LEA to aid in transition. OVR may participate in IPE meetings to coordinate information 
regarding OVR services and eligibility criteria. Participants of the focus groups as well as key 
informants stated that parents must know to request OVR participation in the IPE transition 
meetings; this does not occur routinely and parents are not informed of this option. 

The State Transition MOU also established the Interagency Coordinating Committee (ICC) to 
coordinate services provided to individuals with disabilities. The ICC is comprised of 5 core 
representatives selected by the respective secretaries of the State level agencies partnered in the 
MOU. The Governor’s Counsel appoints one representative and the Secretaries may appoint 
additional representatives that have relevant program experience. The ICC meets every two 
months and ensures that agencies comply with the agreements of the MOU. It also is responsible 
for reviewing the MOU annually and assuring compliance with MOU dispute resolution 
protocol.  

2. Education and Community Outreach 

The DOE, Bureau of Special Education has developed 3 new publications regarding secondary 
transition—transition from high school into the workforce or higher education. Each of the 
documents is tailored specifically for students, school administrators or parents and is available 
in hard copy or electronically via the Internet. 

In 2002, school districts were able to compete for mini grants (worth up to $7,500) to replicate 
models of excellence in post secondary transition. A Statewide conference was held at which 
local transition teams attended presentations from 30 model transition programs from across the 
State. The teams were then provided with training on completion of the grant application. To be 
eligible for the grant a local team comprised of a school administrator, teacher, parent, IU and 
community agency had to attend the full conference. Grants were also available to the model 
programs for expansion of their program or for mentoring a school to replicate their model.  
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3. Training 

The Pennsylvania Training and Technical Assistance Network, PaTTAN, serves as the training 
and technical assistance branch of the Pennsylvania Department of Education, Bureau of Special 
Education. The mission of PaTTAN is to support the efforts of the Bureau of Special Education 
and its initiatives and to build the capacity of local educational agencies to provide appropriate 
services to students who receive special education services. PaTTAN consultants work 
collaboratively with intermediate units to provide services in the areas of professional 
development, technical assistance and information dissemination to support school districts 
within the Commonwealth of Pennsylvania. Consultants, in conjunction with IU staff, work with 
school districts to develop a district-specific plan to address professional development needs. 
PaTTAN operates from 3 offices: Pittsburgh, Harrisburg and King of Prussia. Each office is 
responsible for serving designated Department of Education Intermediate Units. 

4. Pennsylvania Association of Family Practitioners (PAFP) Medical Home Transition 
Initiative 

In 2004, the PAFP Foundation was awarded a two-year grant by the PA Developmental 
Disabilities Council to establish a training and quality improvement program to enhance the 
quality and access of healthcare for young adults with special healthcare needs. PAFP is using 
these funds to develop a medical home transition initiative. Specifically, the program will target 
individuals 18- to 21-years-old who had special healthcare needs as a child and who continue to 
require services into adulthood beyond that of the general population. Ten family medicine 
practices from across the State are being recruited as demonstration sites. Those physicians and 
staff, with the support of PAFP Medical Home Coordinator and the EMPC Advisory Council, 
will strengthen their practices' capacity to support adults with special healthcare needs in a 
medical home as they transition from pediatric practices into the adult care system.  

Currently, physicians throughout the State are being asked to provide data vital to the project 
through an Internet accessible (PDF format) and submit the survey by fax. Data from this survey 
could be a valuable resource for linking families with providers who serve persons with special 
health needs, particularly as children transition from the pediatric to adult health care system. 
The survey asks physicians about special needs patients served (number, extent of care 
provided), referrals provided for special needs patients, acceptance of new special needs patients 
transferring from a pediatric provider and experiences contributing to decisions not to serve 
persons with special needs. Respondents are also asked about training topics of interest regarding 
providing care to persons with special health needs.  
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What Did Parents Say About Transition Services? 
 
“My older son wouldn’t be working today if it weren’t for OVR…And I don’t know how I even found 
out about OVR. The school never referred me. So I think that I just called them out of the blue and 
they did the testing.”    
 
“My concern is my son transitioning out of child services…adult doctors are not really prepared to 
deal with what is going on with [him]. Twenty years ago people like [him] would have never 
survived to his age….Some of our doctors who handle an occasional adult client are saying I’m not 
sending him anywhere else. Others have said flat out to me, ‘I’m petrified, I just really can’t take 
him.’”   
                                                                      Mercer and Wilkes-Barre Focus Groups                                              

 
  

 
 
 
 
 
 
 
 

Summary 

Summary Findings and Analysis   
 
The following are highlights from the assessment findings and a brief analysis of the highlighted 
data. 
 

Children with Special Health Care Needs Outcomes 
CSHCN Outcome A: Children with chronic health problems or disabling conditions use 
all the primary and preventive services used by typical children. 

Summary 
• Overall, Minority CSHCN and CSHCN with public health insurance coverage were 

less likely to report a need for preventive and well-care services, including dental care 
in the past 12 months. 

• The findings of the National CSHCN survey regarding use of services contradicted the 
information provided by focus group participants and key informant interviewees—
they reported greater use of well care and preventive services and significant 
difficulties finding and using these services. 

 

What Did Parents Say about the CSHCN Services System? 
 
“There’s a lot of services that can be provided if you know who to call and how to push the system.  
But we shouldn’t have to push the system.  We should go in someplace and they should say to you, 
‘this is what’s available and here’s you spectrum…pick and choose’.”              
 
“It just seems like the health care does not know what these parents need, so they don’t know what 
to provide us, and we don’t know how to access what is available.”  
   
“We don’t want sympathy. We don’t want a handout.  We just want…what is needed to take care of 
our child.  I wish the people working in these [agencies] could just spend one day in my shoes.  
Maybe then they would be more understanding when I come in looking for help…understanding that 
I really need the help.” 
                                                    Mercer and Wilkes-Barre Focus Groups 
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Children with Special Health Care Needs Outcomes 

Analysis 
• There may be a need for education regarding importance of well care and routine 

preventive care for CSHCN. 
• Focus group and key informant interviewee data suggest there are significant Medicaid 

access issues affecting CSHCN in many parts of the State, particularly those living 
outside of the major metropolitan areas. These issues are impacting CSHCN ability to 
use primary and preventive services appropriately. 

 
CSHCN Outcome B: CSHCN use the full range of health-related services needed to 
maintain their health and well-being and the services to slow, delay, or prevent 
untoward outcomes resulting from their chronic health conditions or disabilities 

Summary 
• Payment issues, lack of providers and contractor capacity issues are affecting the 

          extent to which CSHCN can use the services they need despite the fact that many 
          of the services are covered under Medicaid. 

• Lack of information about what support services are available for families of 
          CSHCN and how to access health-related services needed by CSHCN causes great 
          frustration for families and delayed or forgone care for CSHCN. 

Analysis 
• The Commonwealth has many programs and micro systems in place to serve 

          CSHCN, but there is no overall system linking the pieces together in a logical 
          holistic manner. 

• There does not appear to be a mechanism in place to determine who is responsible 
          for assuring provision of services when gaps between a family’s need and service 
          availability occur. 
 
CSHCN Outcome C: Families of CSHCN, including their siblings, have access to and 
use appropriately the full range of health and health-related services required to 
promote their growth and well-being and manage their conditions or disabilities. 

Summary 
• Parents of CSHCN have complex service needs and a real need for help in 

understanding what supports and services are available to help them care for their 
children and how to access that help.  

• Parents have access to agency specific care coordinators, but no one is available to help 
them make sense of the overall CSHCN system. 

Analysis 
• Parents should not need “magic words” to uncover and access service available for 

their CSHCN. Parents need access to a centralized comprehensive source information 
and guidance. They also need access to professional assistance in managing the 
complex task of coordinating their special need child’s health, developmental and 
educational care. 
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Children with Special Health Care Needs Outcomes 
CSHCN Outcome D: CSHCN use out of home childcare, preschool, and ongoing 
educational services as appropriate to their age, developmental stage, and health 
condition and/or disability. 

Summary 
• Data suggest there is a lack of appropriate child care for older CSHCN. 

• The Commonwealth has made significant strides in addressing inclusion of CSHCN in 
typical educational and developmental settings. 

• The PA Infant and Toddler Program is working well for CSHCN, however the 3-5 year 
old component of Early Intervention appears less family-centered and more difficult for 
families to navigate. 

Analysis 
• Once children age out of the Infant Toddler program, the system of care for CSHCN 

becomes much more complex with fewer resources available to assist parents in 
understanding and navigating the system. Families lack information on what to expect 
regarding their child’s care and education and there is no designated person or central 
place to which parents can turn for information and guidance. 

CSHCN Outcome E: Adolescents with special health care needs receive the services 
necessary to make the transition to adult health care, work and independence. 

 
Summary 

• The Commonwealth has set up a model program for coordination of transition services 
and this system appears to work well at the upper administrative levels.  

• At the community level, coordination of transition services is not implemented in a 
consistent and systematic manner. Data suggest that the burden is on the families to be 
knowledgeable and resolute advocates in order to assure inclusion of and coordination 
among various agencies in the transition planning process. 

 
Analysis 

• Services have been developed and agencies designated to administer specific 
components of transition, but there is no apparent ‘system’ for transition and 
coordination of transition services is inconsistent at the local levels. The pieces all seem 
to be in place under the State MOU, however with respect to operationalizing the intent 
and specifics of the MOU, there is room for improvement. Additionally, there is simply 
a lack of data to assess the effectiveness of current transition activities.  
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CHAPTER X 

Family Outcomes 
 

Discussion throughout the assessment document has focused on the maternal and child health 
(MCH) population groups always within the context of family. However, in this section, 
outcomes specific to the family are described understanding that to care for children, all family 
members must be healthy and those caring for children must have access to information and 
support as needed. Specifically the family outcomes are as follows: 

• All those caring for infants, children, and adolescents (including mothers, fathers, 
grandparents, and guardians) have access to and appropriately use childrearing 
information and family support services to strengthen parenting skills and family 
life. 

• Families have access to the information and support they need to maintain a 
healthy lifestyle for its members, including proper nutrition; adequate exercise; 
and physical, emotional, and mental health. 

A.  Family Health Education 

The following is a description of opportunities for families to access health and wellness 
information in Pennsylvania. 

1. Pennsylvania Department of Health Web Site  

The Pennsylvania Department of Health (DOH) Web site contains extensive information for 
families about how to maintain a healthy lifestyle. The Web site was recently (March 2005) 
redesigned to be more user friendly. The latest technology is used to give Pennsylvanians easier, 
more direct access to DOH programs, services, and information. The Web site is now divided 
into three easy-to-understand tabbed areas: “You & Your Family’s Health,” “Health 
Professionals & Providers,” and “About Your Health Department.” 

“You & Your Family’s Health” contains customized sites for women’s and men’s health, 
information on various health topics from A to Z, MCH, tips for a healthy lifestyle, and 
emergency preparedness information. Several of these sites offer information and assistance on 
health topics especially important to overall family health. Also within “You and Your Family’s 
Health” is a customized site for school health containing useful information for school personnel, 
school nurses and parents. 
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One site also contains a link to the Pennsylvania’s Free Quitline, 877-724-1090, which is a 
partnership between the Pennsylvania DOH and the American Cancer Society. Based on state-
of-the art techniques in smoking cessation, the service provides counseling and structured 
assistance for individuals who are committed to quitting. When compared with smokers who try 
to quit on their own, smokers who make quit attempts with telephone support and self-help 
advice are approximately twice as likely to attain success.  

The Free Quitline is staffed by a group of clinically trained counselors. Callers are assessed for 
their readiness to quit and given counseling options. Counselors then offer up to five proactive 
counseling sessions to smokers who are ready to make a serious attempt to quit. Counselors also 
provide callers with active listening, educational information, and referral to other health care 
professionals if needed, prescription advice for action, social reinforcement, skill training, and 
encouragement for expressions of thoughts and feelings. In addition, counselors help callers find 
local resources and cessation assistance programs to follow up Quitline sessions. 

Information about nutrition and physical exercise for the entire family is available on the site. 
Another helpful site is the Pennsylvania DOH Public Health Information Clearinghouse 
(PADOHPHIC). This is the information clearinghouse and referral center for the Pennsylvania 
Department of Health. In a statewide effort to promote healthy lifestyles for all Pennsylvanians, 
PADOHPHIC’s mission is to serve as a resource center and provide a wide range of health-
related information. A wide array of materials may be downloaded directly from this site. 

It will be important to promote the use of the Web site so that Pennsylvanian families are aware 
of the extensive information and assistance that is available to them.  

A number of both public and private agencies develop and distribute family health information in 
a variety of ways, including Web sites, mass and targeted distribution of materials, and the 
provision of materials to others to distribute. These range from the American Cancer Society to 
Philadelphia Citizens for Children to State Agencies. Entities such as the Community and 
Migrant Health Centers provide health promotion and wellness information to their patients as 
do managed care plans, county and city health departments, private practitioners, and others.  

2. The Health and Human Services Call Center (HHSCC)  

This is a centralized help line representing 7 information and referral line and 15 programs, and 
is an important resource for Pennsylvanian families. Pennsylvanians are able to call one central 
information and referral center to obtain assistance locating programs and an array of health 
information. The Center also has a fulfillment unit that sends callers information about a host of 
health issues and programs. 

It would be useful to examine the extent to which families have access to health and wellness 
information from their perspective through surveys or focus groups. This would also be an 
opportunity to learn more about what information families want and need and how, where, and 
when they would like to receive it. 
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B.  Parenting Education and Support  

Many parenting education and support programs have been described elsewhere in the document 
as they pertain to particular MCH population groups. Described here are several agencies and 
programs that are statewide and focus on the family unit. 

1. Penn State Cooperative Extension  

The mission of the Penn State Cooperative Extension is to make available timely research-based 
information and educational programs for all Pennsylvanian citizens, with the goal of 
strengthening families, children and youth; building caring, safe, and healthy communities; 
supporting businesses and a strong agricultural and food system; and ensuring the long-term 
vitality of Pennsylvania’s natural resources. The Penn State Cooperative Extension is an 
educational network that gives people in the Commonwealth’s 67 counties access to Penn State’s 
resources and expertise and is funded by the U.S. Department of Agriculture and State and 
county governments. Key themes of the Cooperative Extension include child care issues, 
parenting education, and children, youth, and families at risk. 

The Better Kid Care Program provides statewide educational resources, training workshops, 
satellite broadcasts, and materials for child care providers and parents. In 2003, over 30,735 child 
care providers were trained enabling them to comply with State regulations and more than 
58,000 pages of educational materials were accessed via the Better Kid Web site. 

Extension educators provide parenting programs for a variety of audiences across the 
Commonwealth, including underserved populations, service providers, and families at risk, 
teens, and prison inmates. Parenting Education programs were provided to families designated at 
risk by the courts and to parents involved in child custody proceedings. The Strengthening 
Families for Parents and Youth curriculum is used as the core of a 7-week workshop. Other 
workshops were conducted with parents of kindergarten children on how to teach tolerance and 
acceptance of other children. 

Social and economic changes continue to have a tremendous impact on children and families. 
Families are stressed and may not spend any regular, meaningful time together. The extension 
offers workshops to Head Start parents and other groups on the importance of teaching ethical 
values. The Extension Service also sponsors youth and family development via 4-H Programs 
and more than 107,000 youth participated in these programs in FY 2003. 

Support is also available for grandparents raising children. The AARP and Pennsylvania 
Department of Aging have created a database of resources in Pennsylvania for these families. 
Resources include support groups and information about an array of topics, including dealing 
with difficult behaviors, managing housing issues, addressing school issues, and finding help to 
raise a grandchild. Information is available on the Pennsylvania AARP Web site with links 
available in English and Spanish. 
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2. Center for Schools and Communities 

The Center for Schools and Communities (CSC) is a component of the Central Susquehanna 
Intermediate Unit and has as its mission the improvement of outcomes for children and families 
through training, technical assistance, program evaluation, research, and resource development. 
The Center supports education, community, family, and violence prevention initiatives funded 
primarily by the Pennsylvania Departments of Education, Health, and Public Welfare. 

Several Initiatives administered by the Center for Schools and Communities provide services to 
families relevant to the family outcomes identified above. 

Family Centers  

Family Centers are a place within the community where parents can come together to share, 
support each other, and benefit from their community resources. Center sites are often school 
based or school linked to ensure successful transition from early childhood and Head Start 
programs and support active parental involvement in their children’s educational programs. Each 
Family Center must be governed by a local board; the board can be for the Family Center only or 
a more inclusive countywide community board.  

There are currently 44 State-funded Family Centers throughout the Commonwealth. While in the 
mid-1990s the Centers were funded with pooled funds from the Departments of Education, 
Public Welfare, and Health, they now are funded by the Department of Public Welfare (DPW, 
using State and Federal funds) with some funds transferred from the Pennsylvania Department of 
Education (PDE) to DPW for Family Center activities. A local match of at least 10 percent is 
required from the county in which the Center is located. Many Family Centers have 100 percent 
local matching funds.  

The DPW Office of Children Youth and Families (OCYF) is responsible for the initiative and 
contracts with the CSC for the management of the initiative. With the addition of PDE funds, the 
mission of the Family Centers expanded to include not only family support and education but 
also economic self-sufficiency for families and adult education. A program manager is located at 
the CSC office, and seven technical assistance staff are located in seven different geographical 
regions of the State to provide support to Family Center sites in their region. 

Each Family Center is required to offer a set of core services and then determine what additional 
services will be provided on the basis of local need and the availability of resources. 

Family Centers help parents: 

• Learn about their children’s development 

• Engage in parent education and child development activities 

• Access health care information as well as assistance regarding health care services 
and insurances 
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• Access education, training, and employment information 

• Receive information and assistance on other community resources, such as well-baby 
care, immunizations, and early intervention services. 

Family Center services may include: 

• Adult education 

• Job training and placement 

• Language skills 

• Literacy programs 

• Parent support groups 

• Parenting skills programs 

• Child health and development screenings 

• Family activities 

• Toy- and book-lending libraries 

• Childcare programs. 

Twenty (20) of the Family Centers also manage a Fatherhood Initiative, which is designed to 
motivate fathers to become involved in their children’s lives by focusing on services that 
promote strong families through personal and parental responsibility 

The Family Center 2000-2001 annual report indicated that families who use the Family Centers 
reported less use of the hospital emergency room, increased use of dental care, and increased 
levels of employment. The 2002-2004 Family Center Report with outcome data will be available 
later in 2005. A new data collection system has been developed for use by the Centers enabling 
program managers to monitor changes for every child and family participating in the Family 
Center. 

Parent-Child Home Program 

The Parent-Child Home Program (PCHP) is a parenting and literacy program designed for 
families who have not had access to educational opportunities. Through intensive home visiting, 
the PCHP acts to increase the parent-child bond through play and conversation, increase 
parenting skills, and, as a consequence, enhance school readiness. 

Children entering the program must be at least 18 months of age and no older than 3 years. 
Participating families receive 2 half-hour visits per week from a home visitor for 2 years with the 
home visitor modeling verbal interaction and educational play.  
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The program is sponsored in 28 sites across the Commonwealth by the Pennsylvania DPW using 
Federal TANF funding.  

Table X-1. 
PCHP Sites in Pennsylvania 

Allentown Everett Luzerne County-West 
Altoona Fulton Lycoming-Clinton 
Armstrong County Greene County Monessen 
Beaver County Hanover McKees Rocks 
Bedford Huntingdon Nanticoke 
Cambria County Indiana County Northumberland County 
Columbia County Lancaster Phillipsburg 
Easton Luzerne County Scranton 
Erie Luzerne County-East Washington County 

      Source: www.parent-child./org 
 
Research on this model indicates that parent-child interaction increases substantially during the 2 
years of the program with subsequent impacts on the parent-child relationship and school 
readiness. The program has also examined outcomes and has conducted a survey with parents. 
Parents reported high satisfaction with the program and indicated improvements in the 
relationship with their child. Outcomes achieved included significant increases in the number 
and frequency of positive interactions between parent and child and improvements in the quality 
of the home environment. 

Parents as Teachers 
 
Parents as Teachers (PAT) is an international early childhood parent education and support 
program serving families throughout pregnancy until their child enters kindergarten, usually age 
5. The program is designed to enhance child development and school achievement through 
parent education accessible to all families. While based on a national model, the programs are 
tailored to local families so that it is appropriate for use with families from all socioeconomic 
levels and from rural, urban, and suburban communities. Program goals include: 
 

• Increase parent knowledge of early childhood development and improve 
parenting practices 

• Provide early detection of developmental delays and health issues 

• Prevent child abuse and neglect 

• Increase school readiness and school success. 

There are 73 PAT programs in Pennsylvania (www.patnc.org/site) sponsored by a wide array of 
organizations and agencies. These include Family Centers, school districts, community action 
agencies, intermediate units, and community-based organizations. No information is available on 
the number of families participating in the program or outcomes achieved.  
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What Did Parents Say About Family Support? 
 
“We need something in the community for Mom and Dad and the kids—you know, activities for the 
kids and a get-together for parents”…Wilkes-Barre Focus Group 
 
“I wish the school district was different; they just don’t seem to care about the kids or families in the 
community”…Pittsburgh Focus Group 
 
“We don’t have things to take our teens to because there is nothing….We need something like a 
community center….There really aren’t resources for the OK teenager, the one who is not having 
problems, just your average kid who needs a place to hang out”…Wilkes-Barre Focus Group 
 
“What we could really use are more resource centers; it would be nice to have one place to go to and 
get information, help with things, and talk with other parents”…Philadelphia Focus Group 
 
 

What Did Parents Say About Family Centers? 
 

“The Center is for kids and parents; a teacher (Parents as Teachers) also comes to our house twice a 
week; they have groups at the Center for parents and playgroups for the little ones”…Wilkes-Barre 
Focus Group 
 
“I am part of a support group at the Center, am learning how to deal with my daughters; they have 
temper tantrums”…Harrisburg Focus Group 
 
“We have been involved since the baby was born; he is in kindergarten, and I called them about his 
getting bullied in school, and they gave me some good advice”…Wilkes-Barre Focus Group 
 
“We have a family support center that helps families with lots of different things”…Pittsburgh Focus 
Group 
 

What Did Parents Say About Getting Information About Services? 
 

“A lot of people don’t know what is out there—I think the County Assistance Offices should be the 
first place somebody could start looking….They can do all this stuff…but they don’t tell you 
that….You have to find out from other Moms”…Harrisburg Focus Group 
 
“There should be some central place in the community where information is available”…Wilkes-
Barre Focus Group 
 
“What would help me most is being able to get information about childrearing and resources in the 
community that is accurate and helpful”…Pittsburgh Focus Group 
 
“I know about the Healthy Kid Line and think some people have used it”…Harrisburg Focus Group 
 
“There is a helpline here in Wilkes-Barre, and they can tell you where most any service is going on; it 
is a very good service”…Wilkes-Barre Focus Group 
 
 
Finally, while Pennsylvania does offer many informational and program resources for families, 
not all Pennsylvania families have access to these resources. Diminished access may be due to 
lack of resource availability or inadequate capacity in all areas of the State, families not aware of 
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the availability of resources or of their eligibility for the resources. As parents and families are 
the most important people in the lives of children and adolescents, it is important that the 
Commonwealth continues to strengthen and develop resources for them. 
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CHAPTER XI 

Collaboration and Systems-building 
 

Overview 

Improving the health status of pregnant women, infants, children, adolescents and children with 
special health care needs is a complex process as many MCH problems are social problems with 
health outcomes. For example, the disparity in health status between ethnic, racial and tribal 
groups seems to be attributable to a wide array of factors and is not solely the result of the 
adequacy of medical care; similarly, the utilization of child and adolescent health services is 
influenced by a variety of family and community factors. Quality medical care, sound nutrition, 
adequate housing, available recreation, a nurturing family, and an array of enabling and 
supportive services are all essential to the health and well-being of children and adolescents. 

Therefore, effectively addressing today’s MCH problems and improving health status requires 
the active involvement of many disciplines and public and private sector jurisdictions. Reaching 
a goal of promoting health and preventing problems within a State requires a broad-based 
systems, rather than categorical approach to the issues.  

HRSA defines a health care system as: the agencies, services and persons involved in providing 
needed care to the individual members of a community and the interactions among the agencies, 
services and person involved. MCHB states that an ideal system includes the following1:  

• Services to help a family find and use health care effectively, learn and use self 
care skills to manage illness or family problems, and cope with the demands of an 
illness or disability. These are often called enabling of family support services 

• Services to help communities and groups of people understand how they can be 
healthier, promote and adopt healthy behaviors, uncover community health 
problems and find solutions for those community problems. These are often called 
population-based prevention services 

• Services to help communities and governments organize the health care system to 
assure that individual and community health needs are met, that the health status 
of vulnerable populations, such as children, is monitored, that services meet 
quality standards and that new technology is developed to address new problems. 

                                                 
1 Excerpt from the Impact of Expanding Children’s Health Insurance on the Role of Maternal and Child Health Title 
V Programs. Prepared for MCHB May 1998 by the Lewin Group. 
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These services are often referred to as systems building and infrastructure support 
services. 

Each component—from finding those eligible for public health insurance, to enrollment in an 
insurance plan, to identification of a medical home, to utilization of health services, to 
monitoring of the quality of health services, to assuring interactive linkages between the system 
components— is essential to a system of care. A system of care enables States to support the 
organization, delivery, and utilization of appropriate, high quality, coordinated, and culturally 
competent child and adolescent health care services. 

A system, as defined above, is not a group of serially arranged programs or components acting in 
isolation. Each of the system components must be available, accessible and responsive to the 
needs of all of the states' MCH population groups and families regardless of where they live, 
their income, or their racial, ethnic, or tribal heritage. In addition, each of these components must 
be able to communicate to assure coordination and avoid fragmentation and duplication.   

System collaboration is an attempt to orchestrate services across agencies, organizations, and 
disciplines with the goal of improving the organization and delivery of care to obtain positive 
health outcomes for the families and children who use the system. Because maternal and child 
health is the responsibility of so many agencies, organizations and individuals, it very much 
requires a systems approach if a State’s goals in this area are to be achieved. 

Collaboration and System-building in Pennsylvania 

There are a wide variety of system collaboration efforts targeted at improving the health and 
well-being of children and families in Pennsylvania from the Governor’s policy level to the 
planning and delivery of services at the local level. The following are descriptions of some of 
these efforts. 

1. Governor’s Cabinet on Children and Family Services 

The Cabinet was established to coordinate and streamline services for families. Cabinet members 
include representatives from the Departments of Public Welfare, Education, Health, Labor, 
Insurance, among others. The Governor also created a Commission on Children and Families to 
serve in an advisory capacity by assisting in the identification of the system barriers that limit 
access to services, and the development of strategies to reduce these barriers for families. To 
inform this process, the commission will gather information via regional meetings with families, 
health professionals, appointed officials, agencies and organizations that serve children and 
families. Issues of concern to the Children’s Cabinet include the promotion of early learning for 
young children, the fragmentation of mental health services for children, coordination of 
application processes for state programs and preventive health services for children. The 
presence of the Children’s Cabinet provides unique opportunities for obtaining synergy between 
all the collaborative, systems-building activities in the Commonwealth focusing on children and 
families and the communities in which they reside. 
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2. Family Service System Reform (FSSR) 

The goal of FSSR is to strengthen families, and is an initiative through which counties and 
communities are encouraged to rethink and redesign the way family programs and services are 
delivered. The initiative is based on a belief that the current Federal and State service delivery 
systems for children and families, based on a multitude of separate funding streams and 
uncoordinated, narrowly targeted categorical programs, fail to address the broader needs of 
children and families. FSSR focuses on innovative ways communities can more effectively 
organize and coordinate resources to achieve results in seven broad outcome areas. These areas 
include: 

• Prenatal and Infant Health  

• Healthy Child Development 

• Healthy Youth Development 

• Children Ready for School 

• Children Succeeding in School 

• Safe Families and Communities 

• Stable and Self-sufficient Families 

Specific outcomes for each of the areas have also been identified. For example outcomes for 
prenatal and infant health include increasing infant birth weights, reducing infant mortality and 
increasing entry into prenatal care.  

System reform activities began in the early 1990s with the piloting of Family Centers through a 
collaborative effort involving the Departments of Education, Health and Public Welfare. In 1995, 
the Department of Public Welfare established the Family Service System Reform Initiative 
building on lessons learned from the Family Centers. FSSR provides funds to counties to 
develop local collaborative infrastructures to bring people together across systems guided by a 
set of core principles and assumptions. In 2004-2005, 37 counties received FSSR funding. 

Locally the FSSR Collaboratives work in conjunction with other collaborative partners. 
Examples of these partners include the State Health Improvement Plan (SHIP) and Communities 
That Care (CTC). Table XI-1 displays the relationship among these initiatives. 
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Table XI-1. 
Level of Involvement of Other Initiatives in Counties with the FSSR Initiative 

 
Initiative 

Number of 
FSSR counties 
with the 
initiative 

Initiative 
represented in 
FSSR 
collaborative 

Combined 
collaborative 
structure 

Projects jointly 
planned and 
implemented 

Projects 
jointly 
funded 

 
Family Center 

 
27 

 
96% 

 
85% 

 
93% 

 
89% 

 
CTC 

 
36 

 
94% 

 
75% 

 
89% 

 
69% 

 
SHIP 

 
35 

 
80% 

 
46% 

 
57% 

 
37% 

 Source: Building Partnerships for Stronger Communities, Family Service System Reforms in Pennsylvania                                      
1995-2002 

Understanding that these numbers may have changed somewhat since 2002, it appears that the 
SHIP partnerships are much less likely to participate in a combined collaborative structure and to 
jointly plan, implement and fund projects, compared with the other initiatives. 

3. Family Centers 

Family Centers are a place within the community where parents can come together to share, 
support each other and benefit from their communities resources. Center sites are often school-
based or school-linked to assure successful transition from early childhood and Head Start 
programs and support active parental involvement in their children’s educational programs. 
There are currently 44 state-funded Family Centers throughout the Commonwealth. The DPW 
Office of Children Youth and Families (OCYF) is responsible for the initiative and contracts 
with the Center for Schools and Communities (CSC) for the management of the initiative. With 
the addition of PDE funds the mission of the Family Centers expanded to not only include family 
support and education but also economic self-sufficiency for families and adult education. A 
program manager is located at the CSC office and seven technical assistance staff are located in 
7 different geographical regions of the state to provide support to the family center sites in their 
region. 

Each Family Center is required to offer a set of core services and then determine what additional 
services will be provided on the basis of local need and the availability of resources. More 
information about Family Centers may be found in the Family Outcomes section of this report. 

4. State Health Improvement Plan  

The State Health Improvement Plan (SHIP) was initiated in 2001 by the Department of Health 
with an emphasis on interagency collaboration to enhance the governmental response to 
community health problems. The overall purpose of SHIP is to maximize the allocation of state 
funds by linking with community-based partnerships among state, local government, and local 
stakeholders to address community health needs. 
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The goals of SHIP are: 

• To increase community empowerment by providing meaningful opportunities for 
community planning based on local needs 

• To link community-based health plans with the allocation of Commonwealth 
resources to the degree possible 

• To establish partnerships among local government, state, and local partners 
committed to sharing the risk, responsibility, and resources to foster the 
coordination of health resources along the spectrum of prevention, acute and long-
term care 

• To shift the mode of community health planning from a prescriptive to a shared 
responsibility model. 

The following are the primary components of SHIP: 

• A health plan that places emphasis on improving the health status of populations 
through planning that addresses the root or underlying cases of premature disease, 
death, and disability. 

• A plan for the DOH to engage with organized community-based health 
improvement partnerships to coordinate resources in meaningful ways and 
address local health improvement issues and priorities. 

• A commitment to increase access to relevant data and information necessary to 
communities to assess local health status and to develop local health improvement 
priorities. 

There are SHIP partnerships in each Pennsylvania County with many counties hosting multiple 
partnerships. For example Allegheny County has 12 community partnerships, Bucks County has 
4, Indiana County has 2 and Montgomery County has 8. SHIP supports the two overarching 
goals of Healthy People 2010: to increase the quality and the years of healthy life and to 
eliminate health disparities (PA Department of Health website). The Institute for Healthy 
Communities and the Pennsylvania Department of Health conducted a survey of 90 Pennsylvania 
Partnerships. Out of the ninety surveys sent, 70 responded. Data was analyzed from six 
categories for health action to identify the types of health improvement initiatives undertaken by 
the partnerships. The percent of partnership focus by health action category is displayed in 
Figure XI-1. 
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Figure XI-1: Categories for Health Action 

Source: The Institute for Healthy Communities 

Survey respondents who indicated a focus on service delivery issues indicated that 34 percent 
were targeting service coordination issues, 27 percent primary care availability and access, 23 
percent oral health availability and access, and 18 percent availability and access to mental 
health services (The Institute for Healthy Communities www.haponline.org/ihc/resources). The 
responses of the partnerships emphasizing family health are displayed in Table XI-2. 

 
Table XI-2. 

Percent of SHIP Partnerships Focused on Specific Family Health Issues 
Teen Pregnancy 35% 
Adolescent Health 37% 
Mental Health 27% 
Community/Home Based Health Care 11% 
Prenatal Care 24% 
Oral/Dental Health 23% 

                   Source: The Institute for Healthy Communities 

Clearly the SHIP partnerships offer many opportunities for collaboration around an array of 
MCH and MCH-related issues. 

5. Communities That Care 

Communities That Care is a nationally recognized prevention planning system that empowers 
communities to plan and use their resources through the development of an integrated approach 
promoting the positive development of youth and the prevention of problem behaviors such as 
substance abuse, teen pregnancy and school drop-out and delinquency. Goals of the initiative 
include the identification of key community leaders and the establishment of a community 
prevention task force or board to oversee the program, the development of a plan compatible 
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with groups and programs in the community and establishment of a long-term strategy for 
prevention. Fifty-four Pennsylvania counties participate in the initiative. The Pennsylvania 
Commission on Crime and Delinquency is responsible for management and oversight of the 
initiative (Statewide Community Collaborative Initiative Matrix, Centers for Schools and 
Communities, 2005). 

6. Locally Organized Systems of Care for Children in Pennsylvania 

The Department of Public Welfare’s Office of Children, Youth and Families is supporting this 
demonstration project to operationalize a system of care practice model tailored to the local 
needs and goals of children, youth, and families served by Juvenile Justice, Mental Health and 
Children, Youth and Families. These systems will address the full range of risk and need for 
these populations, including prevention, early intervention, and case management. Eleven 
counties are participating in this demonstration project. Training and technical assistance is 
provided to the pilot projects by the University of Pittsburgh. 

7. Cross-systems Training  

To advance the local cross-system structures, the Pennsylvania Department of Public Welfare’s 
Office of Children, Youth and Families in partnership with the Center for Schools and 
Communities, designed a training framework that is inclusive and focused on strengthening the 
knowledge and skills of those involved in collaborative work. Components of the training 
include results-based accountability, data and evaluation, governance, community leadership, 
and financing strategies and resource development. The trainings are offered regionally, are 
content-driven, provide continuing education credits (CEUs) and use a technical assistance train-
the-trainer model. Web-based information is available. The trainings were initiated in June 2004 
with eight one-to-two day sessions conducted in 2004. Additional trainings are scheduled for 
April and September 2005 (Community Collaborative Cross Systems Training Plan, Center for 
Schools and Communities). 

8. Early Care and Learning Initiatives 

Historically there has been a disconnect between ‘child care’ and ‘early education’ for young 
children; with the former focused on places where children can be safely cared for while parents 
work and the latter focused on getting children ready for school Pennsylvania is taking 
significant steps to treat early care and education as a foundational element for children that 
includes high quality child care and school readiness education. These steps are characterized by 
the involvement of a wide array of stakeholders and a holistic approach to implementation. 
Components of this initiative include quality pre-kindergarten, full-day kindergarten, improving 
access to the quality of child care, professional credentialing and quality supports for home-
based programs. The State Health Department has also been awarded an Early Childhood 
Comprehensive Services (ECCS) grant from the Federal Maternal and Child Health Bureau, to 
promote a system of care for young children and their families. This initiative focuses on the 
promotion of a medical home for all young children, parenting education and support for 
families, and the social-emotional development of young children. While it is unclear how these 
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initiatives are currently working together, collaboration between the two entities could certainly 
result in stronger systems of care for young children. 

9. Health and Human Services Call Center 

The Call Center is an outstanding example of collaboration at the state level to provide direct 
services to Pennsylvania residents. As a result of collaboration among several states agencies, the 
Commonwealth recently centralized seven information and referral help lines representing 15 
programs into the Health and Human Services Call Center (HHSCC). Pennsylvania residents can 
now call one central information and referral center to obtain assistance locating programs and 
services that they need. The DOH worked with the Departments of Public Welfare, Insurance, 
Aging, and General Services in an effort to consolidate these helpline services, which answers 
198,000 calls annually. The HHSCC, using state-of-the-art technology, manages calls to the 
Healthy Baby, Healthy Kids, AdultBasic, Special Kids Network, and Lead Information, Long 
Term Care, and Traumatic Brain Injury Help lines. The Department of Health, Bureau of Family 
Health is responsible for the management and oversight of this initiative. More information about 
the Call Center can be found in the Children with Special Health Care Needs Outcomes section. 

System-building collaborative efforts identified here have a state-wide focus and clearly there are 
many other collaborative activities occurring within and between state agencies and at the 
community levels that were not described. 

Pennsylvania is to be commended for its active role in system-building efforts on behalf of 
children and families beginning in the early 1990s. However while committed to moving away 
from categorical programs it will be important not to move toward categorical systems. The 
result of this could be a wide range of initiatives with overlapping responsibilities and entities 
that do not have clearly defined roles in developing policies or recommendations to improve the 
organization and delivery of services. In order to enhance these collaborative system-building 
efforts a few issues have to be addressed. 

• Putting the Pieces Together. There is a need to consider how the system-
building collaborative efforts fit together and how they can best be organized so 
that systems improvement is more likely to occur and be sustained over time. The 
energy produced by collaborative efforts can become dissipated and everyone’s 
time and energy may become completely consumed by meeting to discuss issues 
rather than implementing positive changes. Multiple initiatives may be difficult 
for counties to manage particularly if one or more of the initiatives are required to 
have their own governing structure. 

• Getting Results That Matter. Organizing system efforts by the general results 
and the more specific outcomes that policy-makers want to achieve can be an 
effective way to bring the pieces together. Agreement on a set of such outcomes 
and results that transcend individual agencies, initiatives or disciplines will go a 
long way toward keeping the collaboration efforts focused and helping to 
maintain momentum and thereby attract further support. An outcome/results focus 
permits the use of specific monitoring measures to assess in real time the 
effectiveness of particular initiatives or activities. A results-focused approach also 
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helps to guide the collection of appropriate data that will lead to the development 
of information needed to determine progress. The FSSR initiative has identified 
results that include many specific to the MCH population groups. The goal of 
collaborative system building is after all to get better results for families. 
Demonstrating real changes in health and well-being are essential to maintaining 
financial support for collaborative initiatives. The outcomes framework used in 
this assessment can also be helpful to bringing and keeping collaboration 
participants fully engaged in the work of system-building.  

• Setting the Collaboration Table. There is a need to ensure that efforts initiated 
by a particular department, such as Public Welfare, fully include other obvious 
partners such as the Department of Health’s Bureau of Family Health. There is 
also a need for departments with system-building initiatives to bring partners from 
inside their organization to the collaboration table. For example, the SHIP 
partnerships sponsored by the Department of Health can act as county-based 
venues for activities of the Bureau of Family Health. Opportunities for family 
involvement and family input in collaboration is also important as they provide a 
crucial perspective on issues and can help agencies understand how their policies 
are perceived by the people they serve. Their presence is both beneficial to the 
planning and the right thing to do since they are the people most affected by the 
plans that are made. 

• Training Makes It Happen. Collaboration and system-building can be 
challenging and participants need to be knowledgeable and skilled in a number of 
areas if efforts are to be successful and sustained over time. The training 
developed by the Center for Schools and Communities is an excellent example of 
collaborative cross-training. Building on this model and engaging more agencies 
and organizations in training activities could significantly strengthen current and 
future collaborative system-building efforts.  

• Opportunities are Everywhere. Throughout this document, beginning with the 
description of the Pennsylvania Health Care Infrastructure, through this section on 
collaborative system-building, an array of agencies, organizations, disciplines, 
programs, and systems from both the public and private sectors have been 
identified that in some way focus on pregnant women, infants, children, children 
with special health care needs, adolescents and/or families. These existing venues 
and platforms could be more fully utilized to strengthen maternal and child health 
in Pennsylvania, exponentially enlarging the scope of the Bureau of Family 
Health’s Title V reach.  
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Chapter XII 

Recommendations Based on Assessment Findings 
 

Pennsylvania is realizing its commitment to improving maternal child health through the 
implementation of a number of very successful activities including the provision of health 
insurance for children, high levels of childhood immunizations, and consumer access to health 
information and services through the Centralized Call Center. The Department of Health Bureau 
of Family Health as the State Title V Agency is directly engaged in efforts to promote positive 
birth outcomes, ongoing preventive primary care for children and adolescents and services for 
children with special health care needs and their families. The State in general and the Bureau in 
particular, possess strengths in many areas of MCH and an array of these have been identified 
throughout the assessment document. The MCH assessment, using the MCH outcomes as a 
framework has yielded important information that can be used to further strengthen MCH in 
Pennsylvania.  

The following are recommendations based on an analysis of the assessment findings, recognition 
of the public health functions of BFH and an awareness of the Title V mandate. 

A.  Pregnant Women, Mothers and Infants 

Finding # 1: The data suggests that the State is experiencing significant racial/ethnic 
disparities in perinatal outcomes. Although overall pregnancy outcome indicators are 
generally in line with national rates, for some population groups, namely Black and 
Hispanic women, rates of lowbirth weight and premature birth are of concern. The 
assessment data indicates that for the most part, women at risk of poor outcomes reside in 
particular areas of the State. 

Recommendations: 

• Garner support of the Children’s Cabinet to address this issue. The authority of 
the Governor’s Cabinet will be essential in engaging and sustaining the interest 
and commitment of the wide array of stakeholders that are critical to the 
development of solutions to the disparity issue. 

• Gather additional data to describe the resources in geographic areas of the State 
experiencing poor birth outcomes and learn more about issues facing pregnant 
women and families, especially women and families of color, in those 
communities.  
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• Convene by county or appropriate geographical area, under the leadership of the 
BFH and the District and/or County or City Health Departments, the Pennsylvania 
Perinatal Partnership, and all those in the community who can affect pregnancy 
outcomes as well as those impacted by poor outcomes (community residents). The 
goals of these meetings are to weave together existing services and identify the 
policies, programs, and services that need to be altered to better serve pregnant 
women especially those of color and their families. The MCH assessment 
identified a number of resources for pregnant women through out the State that 
seem to be operating in virtual isolation from one another or at best, co-exist 
rather than collaborate.  

• Build on exiting community system-building initiatives (e.g. DPW and DOH 
initiatives) to promote improved pregnancy outcomes. While the individual 
projects have limited funding, as a group they can extend their reach and mobilize 
greater influence and resources. 

Finding # 2: The status and evenness of perinatal systems throughout the Commonwealth 
are unclear given the reduction in the number of obstetrical beds and uncertainty about the 
availability of and access to obstetrical care across the State. 

Recommendations: 

• Garner support of the Children’s Cabinet to address this issue. The authority of 
the Governor’s Cabinet will be instrumental in engaging and sustaining the 
interest and commitment of the wide array of stakeholders that are critical to the 
development of solutions to disparity issues. 

• Bring together the Hospital and Healthsystem Association of Pennsylvania, the 
Pennsylvania Chapter of ACOG and AAP and representatives from the BFH 
Family Health Council, under the leadership of BFH, to assess obstetrical 
capacity in the State. The assessment software provided to the BFH by the 
National Perinatal Information Center following the assessment the Center 
conducted can be helpful to this process.  

• Using the assessment findings, convene stakeholders to identify gaps in the 
perinatal systems and the factors responsible for the gaps. This information can be 
used to develop strategies to assure the continuity and quality of perinatal care in 
each region. Stakeholders should include community-leaders, community-based 
programs and an array of State agencies including the Office of Medical 
Assistance. 

 

 



 

Health Systems Research, Inc. Recommendations Page 272 

Finding #3: While the State is sponsoring or promoting a wide array of activities designed 
to support MCH health and wellness, many of the activities and initiatives are categorical 
(e.g. EPSDT, lead screening, folic acid awareness, injury prevention, SHIP) and are not 
woven together to focus in the aggregate on the whole child, family or community. 

Recommendations: 

• Using MCH outcomes (from this MCH assessment or a revised set of outcomes) 
and other information presented in the assessment document, identify the 
initiatives and activities affecting the health and wellness of the MCH population 
groups. 

• Systematically review these initiatives, programs and activities and determine 
how they can be coordinated or integrated to maximize the utilization of resources 
and achieve desired outcomes.  

• Consider all the opportunities that exist in the Commonwealth (many are 
identified in the Health Infrastructure section of the assessment document) and 
identify the organizational platforms available to BFH that can act as venues for 
BFH and other MCH initiatives. These include the Community and Migrant 
Health Centers, the Healthy Start Projects, SCHIP partnerships, the Family 
Centers and the various system-building initiatives of DPW. 

• Develop an organizational culture in BFH that focuses on achieving health and 
wellness outcomes to support a shift from a program focus to system-building and 
services integration focus. 

B. Children and Adolescents 

Finding #1: The Medicaid Early Periodic Screening, Diagnosis and Treatment (EPSDT) 
Program is a valuable mechanism to reach, screen and refer children for services important 
to assuring their health and wellbeing. While the Commonwealth has done an outstanding 
job assuring the availability of health insurance for children and getting them enrolled, 
insufficient numbers of children are utilizing the health services they have access to as a 
result of being insured. The rates for EPSDT screens and follow-up, while steadily 
increasing, could be improved substantially.  

Recommendations: 

• Review EPSDT screening data from children enrolled in the Commonwealth’s 
managed care programs and from the Community/Migrant Health Center data 
system to identify communities or population sub-groups with low participation 
rates. Use this information to target promotion of EPSDT and other health and 
wellness services. 

• The data from the MCH assessment suggests that children connected to a program 
(e.g. Head Start and childcare Centers) have better EPSDT participation rates than 
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those not connected to a program. The identification of programs to which 
children and/or their families are linked (e.g. Family Centers, Nurse-Family 
Partnerships) should be considered and used as vehicles to promote EPSDT and 
other health and wellness services. 

• Continue efforts with the Centralized Call Center to promote EPSDT and other 
preventive primary health care services to callers with children. 

• Determine community-level supports and barriers to utilizing EPSDT monitored 
services and translate these into targeted initiatives. 

Finding #2: The importance of oral health to the overall health of children and adolescents 
is well recognized by the Commonwealth and the Department of Health has been active 
along with other stakeholders in the promotion of oral health. However given the 
importance of this issue and rates of utilization of dental care, the data suggests that more 
should be done. 

Recommendations: 

• The MCH assessment data indicates significant capacity deficits in the availability 
of dentists and in the distribution of dentists across the State. To help address the 
capacity issue, a program has been initiated to train dental assistants to assume a 
broader role in preventive oral health care. The plan is to initiate training of about 
75 Expanded Function Dental Assistants (EFDAs) to assume these functions. 
Given the seriousness of the capacity issue and the importance of oral health to 
overall child health, the number of individuals in this program should be 
substantially increased. Access to training should be prioritized with those 
working in particularly underserved areas given priority access to training 
opportunities. 

• Long-range planning needs to continue with the goal of finding a way to provide 
dental services to all children in the Commonwealth. It may be useful to build on 
the ideas generated at the June 2003 Region III meeting on Collaboration 
Between Oral Health and Head Start with this planning and/or to use the oral 
health technical assistance available from the Federal Maternal Child Health 
Bureau. 
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Finding # 3: The school health monitoring system is a very effective tool in assessing the 
health of children around several chronic conditions including asthma at three different 
points in their school careers. Also important is the Growth Screening Program initiated by 
the Department of Health in the 2004-05 school year. It is unclear how these and other data 
are being used to promote health and wellness among school-age children. There is 
currently no mechanism to assess health risk behaviors of adolescents across the State, 
with the current capacity limited to Philadelphia. 

Recommendations: 

• Develop strategies at the school district level involving all the key stakeholders 
including school personnel, health care providers (managed care organizations, 
Community/Migrant Health Centers, AAP members, and District Health 
Department MCH and CSHCN consultants), and parents to link the findings of 
the screenings to the development and implementation of activities to promote 
health and wellness in the schools. 

• At the State regional, and local levels, promote initiatives and activities that are 
holistic and focus on the entire child or adolescent and not exclusively on a 
particular condition such as asthma or obesity. 

• Implement Statewide Youth Behavior Risk Survey that includes questions about 
sexual activity. 

Finding # 4: While the Department of Education provides guidelines to the local school 
districts regarding the content of health education activities, it is left to local districts to 
make final decisions about health education and related health activities such as physical 
education. The growing body of evidence indicates that the antecedents of many adult 
health problems begin in childhood. The data (e.g. obesity rates) from the MCH assessment 
suggests the need for strengthening health and physical education activities within 
schools. 

Recommendations: 

• Convene a meeting of school officials, the Departments of Education, Public 
Welfare, and Health along with health care providers (e.g. AAP members) and 
health educators to share information about the importance of health education in 
schools, develop shared outcomes for health education and create strategies for 
collaboration to strengthen these activities. While school districts are largely 
autonomous, this should not preclude collaboration around issues of concern to 
educators, health professionals, students and parents. Pennsylvania with its high 
rates of residents, who remain in the State, needs to be concerned about the health 
of future generations in terms of both health care costs and the availability of a 
healthy workforce. 
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• At the school district and individual school level, engage students at all grade 
levels in the development and implementation of health and physical education 
activities that resonate with them. 

• Use data to determine the most “teachable moments” at which to present health 
education information. For example, the MCH assessment data suggests that 
alcohol is the drug of choice for many school students and that rates of use peak at 
specific age levels. This indicates that the time just prior to these peaks (between 
6th and 8th grade for alcohol use) is the most opportune time to intervene with 
education activities that resonate with the children. 

C. Children with Special Health Care Needs. 

Finding #1: The BFH has developed an extraordinary array of program components 
designed to serve the Commonwealth’s CSHCN and their families. These programs include 
the hospital-based family consultants, the SKN Call Center, the Community System 
Development Projects that also include the resource and referral staff, the Parent to Parent 
Network and the District CSHCN consultants. However the assessment data suggests that 
the coordination between these components is at best, uneven, resulting in fragmented 
service delivery. This fragmentation is also a barrier to the effective use of available 
resources.  

Recommendations:  

To effectively and efficiently provide services to CSHCN and their families, each program 
component must not only carry out its individual responsibilities but also work in concert with 
the other components recognizing their mutual interdependence. Moreover, not all the 
components are fully aware of the roles and functions of other programs focusing on CSHCN 
and therefore have limited understanding of the “big picture” and their role in it. At the same 
time, some staff associated with particular aspects of SKN have not been able to move on with 
changes in policy and this has not only diminished their own effectiveness but also that of their 
colleagues. 

• Convene a meeting of representatives from each of the BFH CSHCN component 
programs under the leadership of BFH, to get every one on the “same page” using 
shared CSHCN outcomes as a partnership framework. The purpose of the meeting is 
for participants to work out the details of improved collaboration and establish 
procedures to monitor and assure ongoing collaboration. This should be a full day 
event conducted by an experienced non-state government facilitator who has an 
understanding of CSHCN and Pennsylvania program issues. While there will be costs 
involved in bringing together this group, these costs are minimal when compared to 
the costs of doing nothing and the subsequent effect on the reputation of the CSHCN 
system and the willingness of CSHCN families to use it.  

• Conduct purposeful collaboration meetings on a regular basis and periodically 
involve CSHCN families to obtain feedback about the services and their 
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recommendations for improvement. These meetings will do much in strengthening 
the relationships between CSHCN families and BFH activities. Based on assessment 
findings we believe it is important to address the issues identified as soon as possible 
before perceptions and attitudes become even more entrenched and therefore 
increasingly difficult to alter.  

Finding #2: Some CSHCN parents, providers and key stakeholders are confused and 
concerned about the current role of the SKN Centralized Call Center. 

Families and stakeholders contacted for this assessment reported a lack of responsiveness of the 
SKN to their needs feeling that services were much less comprehensive than in the past when the 
SKN was regionalized. When probed to define “less comprehensive”, individuals described the 
lack of detail provided about local resources, the limited understanding on the part of call center 
specialists of CSHCN experiences and issues, and the lack of service coordination. It appears 
that while the call center rightly views its charge from BFH to act as an “information and referral 
center”, some CSHCN families and other key stakeholders view the charge to the call center 
more broadly including some level of care coordination.  

Recommendations: 

• Clarify to CSHCN stakeholders that the role of the call center is information and 
referral and NOT care coordination. At the same time the need for care coordination 
must be addressed and care coordination services included in the menu of services 
offered by the SKN (see the following recommendation).  

• Conduct training with the call center specialists to help them understand and increase 
their comfort level with issues faced by CSHCN and their families. This should not 
focus on particular conditions or diseases but rather on the day-to-day needs and 
struggles of CSHCN and their families. CSHCN advocate groups and families should 
conduct this ongoing training in collaboration with the BFH staff. These awareness 
and training sessions will yield multiple dividends not only increasing the 
understanding of the specialists but also sending a strong message to families of the 
Bureau’s efforts to make the SKN responsive to their needs and issues.  
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Finding #3 Coordination of Care for CSHCN is a continuous concern of families caring for 
CSHCN. While the SKN is available for information and general guidance about services, 
CSHCH families and providers identified the need for someone “on-the-ground” to help 
them with care coordination and similar issues. The District CSHCN coordinators are already 
stretched thin and unable to take on these responsibilities. In addition while CSHCN 
families and stakeholders generally give high marks to the Early Intervention Program for 
the availability of services and the coordination of care concerns were expressed about the 
scope and extent of services available when CSHCN reach school-age. 

Recommendations: 

• Establish a sub-committee or workgroup under the auspices of the Children’s Cabinet 
to focus on CSHCN and their families to address care coordination, school-related, 
transition and other issues. The authority of the Governor’s Cabinet will be critical in 
engaging and sustaining the interest and commitment of the wide array of 
stakeholders including the Department of Education that are essential to the 
development of solutions. This group should include CSHCN families, providers and 
representatives of the agencies involved in the planning, financing and delivery of 
CSHCN services. 

• Support the CSHCN District consultants in creating and nurturing District CSHCN 
Workgroups. The workgroups would include CSHCN providers, families, 
representatives from special education and school districts, and other stakeholders. 
The purpose of the workgroup is to “map out” the CSHCN system for their 
community, share information about new and current services and how to integrate 
them, identify emerging issues and collect data about CSHCN activities. 
Representatives from these workgroups would participate in the ongoing meetings of 
BFH CSHCN initiatives described earlier. The role of the Community Systems 
Development (CSD) Initiative should be re-examined in light of the proposed 
workgroups. While the CSDs have been in place for some time, no CSD data was 
available for this assessment to indicate concrete results.  

• Place in each of the District Offices, a BFH staff person who serves as a contact 
person for CSHCN families (referred via SKN Call Center) who will provide 
advocacy and limited care coordination assistance for CSHCN needing help and/or 
support in this area. These CSHCN advocates could maintain fairly large caseloads 
due to the limited role they will play in the coordination of actual services. They will 
participate in the District CSHCN workgroups and through this mechanism mobilize 
information and support for CSHCN families. The CSHCN advocates would be 
useful not only in helping families access available services, but also helping them 
avoid more costly services such as emergency room care. Since these advocates 
would benefit all the State agencies involved with CSHCN services especially the 
Departments of Public Welfare, Education and Health, opportunities for shared 
financial support for these positions should be explored. 
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D. Overarching Systems Issues 

Finding #1: The lack of available and useful data from many programs conducting MCH 
activities makes it difficult at the program level to monitor and assess the effectiveness of 
activities. This also diminishes opportunities to assess the overall effectiveness of 
initiatives at the aggregate level and to use this data to inform planning and resource 
allocation. 

Recommendations: 

• It would be useful to obtain data about all initiatives or activities that are directed to 
specific population groups designed to achieve similar outcomes or are focused on the 
same problem. For example data about all the home visiting, teen pregnancy 
prevention, or prenatal education activities would provide both an understanding of 
what interventions are being used and how effective they are and also promote 
collaboration among similar programs. It will be necessary to come to agreement on 
the key data elements to be collected by the agencies. This will provide an 
opportunity to cut back on the data currently collected and to focus on the data that is 
truly useful. 

• BFH programs and initiatives should identify data elements that are meaningful and 
useful and include these in contracts and in agreements made with contractors 
City/County Health Departments including the District MCH and CSHCN 
consultants.  

• Develop data reporting tools to focus and structure the discriminative collection of 
useful data. Unstructured narrative reports are time consuming to write and review 
and provide very little useful information. 

Finding #2: Little evidence was found during the conduct of the MCH assessment of efforts 
that directly and consistently address issues of MCH cultural competency. While many 
programs provide health education materials in several languages and the Central Call 
Center has the capacity to work with Spanish-speaking callers and to obtain assistance 
working with callers who speak other languages, there does not appear to be any overall 
approach to MCH cultural competency. 

Recommendations: 

• Garner the support of the Children’s Cabinet in making this a priority and integrating 
cultural competency into the overall agenda of the Cabinet. 

• Review the activities of the Interagency Reaching Out task force Cultural Diversity 
Subgroup and Advisory Committee to determine how to build on and expand this 
group (or other groups focused on cultural competency) to develop strategies and 
obtain assistance in how to embed cultural competency in the planning and delivery 
of MCH services regardless of their sponsoring agency. 
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• Work with university-based efforts to identify cultural competency best practices. 

Finding # 3: Overall, MCH and MCH services are fragmented and potentially duplicative in 
some areas of the state. The development of “systems” with a categorical focus or single 
agency involvement brings with it the danger of fragmentation on an even grander scale.  

Recommendation: 

• Each of the recommendations offered above is focused on a collaborative, systems-
building approach to improving the health and wellbeing of the MCH population 
groups in the State. The State should consider using the philosophy and principles of 
collaboration and system-building to drive all MCH activities.  

Finally, the Commonwealth, the Departments of Health, Public Welfare and Education and 
Pennsylvania’s advocates for maternal child health and other stakeholders are to be commended 
for their diligence and assertiveness in promoting the health of the State’s MCH population 
groups. Hopefully the contents of this assessment will be used by the many stakeholders in the 
State deeply committed to MCH to assist them in their ongoing efforts to promote the health and 
wellbeing of the Commonwealth’s pregnant women, infants, children, youth, children with 
special health care needs and families.  
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Chapter XIII 

Capacity Assessment Na 

Information has been provided throughout the document describing the capacity available in 
Pennsylvania to promote achievement of desired maternal and child health (MCH) outcomes. 
Table XIII-1 is a summary by MCH outcomes of capacity. Specific outcome indicators are used 
to guide the data collected to provide a picture of capacity. Also included are examples of 
programs that provide services designed to promote the identified MCH outcome. 

Due to the lack of some data and overall limitations in the scope of the assessment, it is 
impossible to measure some indicators of capacity, for example, the number of needed prenatal 
visits compared to the capacity of the prenatal system to provide the needed number of visits. 
However, data presented on health professional shortage areas can be used to hone in on many of 
the capacity issues. 

Important to the capacity discussion is a review of the capacity of the Title V Agency itself to 
conduct important maternal and child public health functions. Following the Capacity Summary 
Table is a summary of the Capacity Assessment for State Title V (CAST-5) process as conducted 
in Pennsylvania in concert with the overall needs and capacity assessment that includes a 
description of capacity priorities. 

? 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes  

Outcome Capacity Indicator Capacity Examples of Current 
Activities  

1. Pregnant Women 
• % of women ages 18-64 that are 

uninsured 
• 14% of women (2002-2003) • Love ‘em with a Checkup 

• # and distance of family planning 
clinics serving teens and low-
income people 

• 239 local FP clinics • Family Planning Councils 
 

• % of births that are unintended • NA • Family Planning Councils 
• State guidelines for coverage of 

family planning services under 
Medicaid 

• Not mandated  

• % of women who need subsidized 
family planning services who 
receive them 

• 47% of women in need of publicly 
funded family planning services 
received them (2000) 

• Family Planning Councils 
 

• % receiving annual dental care • 74% of women (2002) • Safety Net Dental Clinics 
• Prevalence and treatment of 

depression  
• NA  

• Breast cancer screening • 61% of women aged 40 and older 
received a mammogram in the past 
year, and 63% of women aged 40 
and older had a clinical breast 
exam in the past year (2003) 

• Keeping Women Healthy 
• Family Planning Councils 

• Women of childbearing age 
use ongoing preventive and 
primary care appropriately. 

• Cervical cancer screening • 87% of women reported receiving 
a Pap test in the last 3 years (2002) 

• Keeping Women Healthy 
• Family Planning Councils 

• % of infants born to 1st-trimester 
care mothers 

• 85% of births (2002) • Love ‘em with a Checkup 
• Family Planning 

• Barriers to accessing PNC • Focus group participants cited 
transportation, language, and 
immigration status as barriers 

 

• Pregnant women use early and 
adequate prenatal care. 

• % of pregnant Medicaid-eligible 
women enrolled 

• NA  
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes  

Outcome Capacity Indicator Capacity Examples of Current 
Activities  

• % of mothers reporting screening 
for DV 

• NA • PA Coalition Against 
Domestic Violence 

• Perception of discrimination by 
prenatal health care providers 
based on race/ethnicity 

• Focus groups participants cited 
discrimination based on 
race/ethnicity and immigration 
status  

 

• % of mothers reporting HIV 
testing during pregnancy 

• NA • Circle of Care 

• Pregnant women use as 
appropriate the full range of 
enabling and support services 
to promote a positive 
pregnancy outcome. 

• % use of WIC  
• Parenting education 
 

• Approximately 36% of women 
enrolled in WIC were pregnant 
(2004) 

• A small percentage of women 
served through MOMobile and 
Early Head Start 

• WIC 
• Early Head Start 
• Maternity Care Coalition 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities  
2. Mothers 

• # and distribution of mental health 
care providers trained to serve 
postpartum women 

• 42% or 28 counties in PA are 
classified as a Mental Health 
Professional Shortage Area (2005) 

 • Mothers use comprehensive 
postpartum services and 
ongoing primary care 
including mental health. • Medicaid coverage of PPD • Unknown  

• Mothers use as appropriate the 
enabling and support services 
needed by them and their 
families to care for their 
infants and children. 

See Infant Outcomes   

• Mothers have access to 
breastfeeding information and 
support as needed. 

• % initiating breastfeeding 
• % breastfeeding at 6 months 

• 64% of Pennsylvania mothers  
initiated breastfeeding and half (32%) 
were still nursing at 6 months (2002) 

• WIC 
• La Leche League 
• Maternity Care Coalition 
• Healthy Beginnings training 

program for providers 
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Table XIII-1. 

PA Summary of MCH Capacity Outcomes 
Outcome Capacity Indicator Capacity Examples of Current Activities  
3. Infants 

• % of cesarean births • 24.8 (2002) 
• % of low-birth-weight births • 8.2 for all races and ethnic groups 

(2002) 
• 7.9 for all races and ethnic groups 

(2000-2002 average)  
- 6.8 White infants (2000-2002) 
- 13.8 Black infants (2000-2002) 
- 9.0 Hispanic infants (2000-2002) 

• % of premature births • 11.4 all races and ethnic groups 
(2002) 

• 11.2 all races and ethnic groups          
(2000-2002) 

• 10.0 White infants (2000-2002) 
• 17.3 Black infants (2000-2002) 
• 12.8 Hispanic infants (2000-2002) 

• County and City Health 
Departments 

• Community/Migrant Health 
Centers 

• Private Providers 
• Hospitals 
• Medical Assistance Program 
• Love ’em with a Check up 
• Health Baby Helpline 
• PA Perinatal Partnership 
• Healthy Start Projects 
• March of Dimes 
 

• Rate of deliveries of infant with 
NTD by race and ethnic group of 
mother 

• 4.1 White mothers (2000-2002) 
• 5.5 Black mothers (2000-2002) 
• 6.2 Hispanic mothers (2000-2002) 

• Department of Health (DOH) 
Folic Acid Program 

• March of Dimes Folic Acid 
Campaign 

• % of newborns screened for 
metabolic conditions 

• 143,414 initial screenings conducted 
(2004) 

• % screened not available 

• DOH Newborn screening 
program 

• % of newborns  with hearing 
screening 

• 98.4 % of infants born in a hospital 
screened (2003) 

• DOH Newborn screening 
program 

• Infants are born at term, of 
normal weight, and without 
preventable congenital defects. 

• % of newborns with follow-up 
hearing screening who required it 

• 88% (2003) • DOH Newborn screening 
program 

• DPW Early Intervention 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities  
• Rate of infant mortality  • 7.6 all races and ethnic groups (2000-

2002) 
• 6.4 White infants (2000-2002) 
• 15.2 Black infants (2000-2002) 
• 9.0 Hispanic infants (2000-2002) 

• PA Child Mortality Review 
Team 

• Rate of infant deaths due to birth 
defects 

• 1.2 all races and ethnic groups (2002) 
• 2 White infants (2002) 
• 1.5 Black infants (2202) 
• 1.7 Hispanic infants (2002) 

• DOH Folic Acid Program 
• March of Dimes 

• Rate of neonatal mortality  • 5.6 all races and ethnic groups (2000-
2002) 

• 4.8 White infants (2000-2002) 
• 10.2 Black infants (2000-2002) 
• 5.8 Hispanic infants (2000-2002) 

• PA NICUs 
• Perinatal systems 

• % of deaths due to birth defects • 1.2 all races and ethnic groups (2002) 
• 1.2 White infants (2002) 
• 1.5 Black infants (2002) 
• 1.7 Hispanic infants (2002) 

• PA NICUs 
• Perinatal systems 

• Very low-birth-weight/preterm 
babies are born in facilities 
equipped to care for them. 

• % of births of very low-birth-
weight babies born in facilities 
equipped to care for them 

• 75.8% (2002) • PA NICUs 

• Families served by TANF as % of 
those <100% FPL 

• 51% (2002) • PA TANF Program 
• DPW County Assistance Offices 

• Average monthly number of PA 
TANF recipients 

• 261,455 (February 2005) • PA TANF Program 
• DPW County Assistance Offices 

• Infants are welcomed into a 
family, a home, and a 
community that is prepared to 
care for them. 

• Number of PA households that are 
severely housing cost burdened 
(pay more that 50% income for 
housing) 

• 1.08 million households (2002) • PA Housing Alliance 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities  
• Number of households 

participating in Section 8 housing 
program 

• 52,226 (2004) • Section 8 Program 

• % and number of PA residents who 
are food insecure 

• 9.5% [1,175,000]  (2001-2003) • PA TANF Program 
• DPW County Assistance Offices 

• Average monthly participation of 
persons in the Food Stamp 
Program 

• 1,022,290 (February 2005) • PA TANF Program 
• DPW County Assistance Offices 

• Number of infants enrolled in MA  • 35,030 (2003) • Outreach and eligibility services 
• % of parents with a newborn with 

access to family support 
• Unknown • Healthy Start 

• Nurse-Family Partnerships 
• % of infants with at least 1 EPSDT 

screen 
• 74% [34,635 infants] (2002) • PA Medicaid Program 

• Providers 
• Infants appropriately receive 

ongoing comprehensive 
preventive and primary care. • % of total EPSDT enrollee infants 

enrolled in managed care as a 
medical home 

• 89% (2002) • Health Choices 

 
 
 
 
 
 
 
 
 
 
 
 
 



 

Health Systems Research, Inc. Capacity Assessment Page 287 

 
Table XIII-1. 

PA Summary of MCH Capacity Outcomes 
Outcome Capacity Indicator Capacity Examples of Current Activities 
4. Children 

• % uninsured children eligible for 
public insurance 

• 77% of the nearly 258,000 children 
under age 19 were uninsured, but 
eligible for Medical Assistance or 
free/reduced cost CHIP in 2000 

• Family Care Network 
• Children’s Health Helpline 

• EPSDT participant ratio • 57% among children ages 1-20 in FY 
2002 

 

• % children up to date on 
immunizations 

• 79% of children aged 19-35 months 
were up to date on vaccines, with 
respect to the recommended numbers 
of doses, in 2003 

• TOT TRAX 
• Immunization Education 

Program 
• Vaccines for Children Program 

• % schools that identify and track 
students with asthma 

• % schools that used an Asthma 
Action Plans 

• 8.6% of school children were 
diagnosed with asthma in the 2001-
2002 school year 

• CDC funded PA to develop an 
integrated environmental public 
health tracking network  

• Children receive ongoing and 
preventive health care 
consistent with the Bright 
Futures Health Supervision 
Guidelines. 

• % overweight children • In 2004, 8% of 1- to 5-year-olds 
enrolled in WIC were overweight 

• 27% of low-income children ages 1-5 
in 2002 were also classified as 
overweight 

• 15% children ages 6-19 in 1999-2000 
were classified as overweight 

• School Growth Screening 
Program 

• Obesity Prevention Project 
• Southwest Philadelphia Obesity 

Prevention Pilot Project 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities 
• % children with dental caries 
• % children with untreated tooth 

decay 

• 40% or fewer of children in any age 
category eligible for EPSDT received 
any dental services (2002) 

• 35% or fewer in any age category 
eligible for EPSDT received 
preventive dental services (2002) 

• Healthy Baby/Healthy Kids 
Information Line 

• RWJ Foundation has funded two 
colleges to initiate programs to 
train new dental assistants to take 
on expanded dental care 
functions 

• State Dental Officer will train 
nursing professionals who have 
one-on-one contact with families 
on certain dental care topics 

• % children with serious emotional 
disturbance (SED) 

• % adolescents that attempted 
suicide 

• 1.4% of students screened reported 
being medically diagnosed with a 
psychiatric disorder (2002) 

• 12% of Philadelphia high school 
students reported that they had 
actually attempted suicide (2003) 

• 13.7 % of all suicides in Pennsylvania 
occurred among persons age 15 to 24 
years old (2002) 

 

• % 3- to 4-year olds enrolled in 
school 

• % eligible 3- to 4-year olds 
enrolled in Head Start 

• 31,459 3- to 4-year-olds enrolled 
(2004) 

• Legislature approved the Head 
Start Supplemental Assistance 
Program 

• Children are cared for in 
environments that protect their 
health, promote their well-
being, and ensure their safety. 

• State health services coordinator 
for all schools?  

• % schools with school-based 
health centers (SBHC) 

• Nurse-to-student ratio 

• No state health services coordinator, 
six full time School Health 
Consultants located in the six district 
offices 

• 31 school based health centers 
• Average state ratio 1:993 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities 
• Child maltreatment victimization 

rate 
• Child maltreatment fatality rate 

• 8.2 per 1,000 children in 2003 
• 10 children died as a result of serious 

physical neglect 

• Pennsylvania ChildLine 
• Abuse Registry 

• % children with elevated blood 
lead levels  

• Mean blood lead level 

• Of sample of 79,288 children that 
were screened through CLPP, 12% 
had high blood lead levels (2003) 

• Childhood Lead Poisoning 
Prevention Program 

• Lead Information Line 
• Head Start 
• ECELS 

• All-cause mortality rates • 107 deaths per 100,000 children ages 
5-9 

• 182 deaths per 100,000 children ages 
10-14 

• 558 deaths per 100,000 children ages 
15-19 (all 2002) 

• Pennsylvania Child Mortality 
Review 

• % of 13-year-olds who received a 
second MMR vaccination, 3 HepB 
vaccinations, and 1 chicken pox 
vaccination 

• 48.1% of adolescents enrolled in 
CHIP (2003) 

• HealthChoices 
• School CatchUp Immunization 

program 

• % adolescents who had an annual 
well-care visit 

• 38% of 10-14 year olds & 32% of 15- 
to 18-year-olds (2002) – EPSDT 

• HealthChoices 

• % of adolescents who received any 
dental services during a year 

• 37% of 10- to 14-year-olds & 32% of 
15- to 18-year-olds (2002) – EPSDT 

• School Dentist/Hygienist 
• HealthChoices 

• % of adolescents who received 
preventive dental services at least 
once during a year 

• 28% of 10- to 14-year-olds & 25% of 
15- to 18-year-olds (2002) – EPSDT 

• School Dentist/Hygienist 
• HealthChoices 

• % of sexually active adolescent 
females accessing contraception 

• Unknown • Title X supported clinics (244) 
• Planned Parenthood clinics 

• % of adolescent pregnancies • 23.7% for 15- to 17-year-olds (202) • PA Coalition to Prevent 
Pregnancies 

• Adolescent children use 
ongoing health services 
appropriate to their stage of 
growth and development 

• % of abortions performed on 
adolescents 

• 17.6% performed (2002) 
 

 



 

Health Systems Research, Inc. Capacity Assessment Page 290 

Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities 
• # of live births to 15- to 17-year-

olds 
4,279 live births to 15- to 17-year-olds 

(2002) 
• Programs to keep parenting teens 

in school:  PPT and ELECT 
• Monitoring systems exist  • PAYS 

• Youth Tobacco Survey  
• YRBS (Philadelphia) 

• % of adolescents using alcohol in 
the past 30 days 

• 4% of 6th-graders  
• 17.0% of 8th-graders   
• 37.9% of 10th-graders 
• 49.2% of 12th-graders drank in the 

past 30 days (2003) 

• School health education 
• Family centers 

• % of adolescents smoking in the 
past 30 days 

• 2.1% of 6th-graders 
• 10.9% of 8th-graders 
• 19% of 10th-graders 
• 25.8% of 12th-graders smoked in past 

30 days (2003) 

• School health education 
• Family centers 

• % of adolescents using marijuana 
in the past 30 days 

• 8.3% of 8th-graders 
• 14.5% of 10th-graders 
• 21.4% of 12th-graders used marijuana 

in the past 30 days (2003) 

• School health education 
• Family centers 

• Rate of hospitalization for motor 
vehicle accidents 

211.0 15- to 19-year-old males; 143.8 15- 
to 19-year-old females per 100,000 
specified population (2002) 

 

• % of adolescents using seatbelts 33.7% of high school students never/rarely 
wore seatbelts when a passenger 
(Philadelphia YRBS 2003) 

 

• % of adolescents contemplating 
suicide 

14% of high school students (Philadelphia 
YRBS 2003) 

 

• Number of adolescents who 
commit suicide 

182 15- to 24-year-olds (2002)  

• Adolescent children obtain the 
health and lifestyle 
information and education that 
support lifelong positive health 
behaviors. 

• % of sexually active adolescents 63.9% of high school students 
(Philadelphia YRBS 2003)) 

• PA Abstinence Education and 
Related Services 



 

Health Systems Research, Inc. Capacity Assessment Page 291 

Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities 
• % of sexually active adolescents 

who used condoms 
70.2% of sexually active high school 

students used condoms the last time 
they had sex (Philadelphia YRBS 
2003) 

• PA Coalition to Prevent Teen 
Pregnancy 

• % of adolescents who are at risk 
of/overweight 

• 18.6% of high school students 
considered themselves to be at risk of 
being overweight  

• 25% of students considered 
themselves to be currently overweight 
(Philadelphia YRBS 2003) 

• 18% of 8th grade students were 
actually overweight in 2004-2005 
(compared to 15% nationally) 

• School health education 

• % of students who had HIV/STD 
education 

• 85.4% of high school students 
(Philadelphia YRBS 2003) 

• School health education 

• Drop-out rate • 2.1% of secondary  school students 
(2002-2003) 

 

5. CSHCN 
• % of CSHCN needing routine 

Preventive care 
• 78% of families reported that their 

CSHCN needed routine preventive 
care (2001) 

• White (79%) vs. Black (67%) 
• Private (80%) vs. Public (67%) 

• Of those needing preventive care, 
% that receive it 

• 99% of families reported that they 
were able to obtain preventive care 
when needed (2001) 

• Access, Medicaid Managed Care 
Program 

• Medicaid “Loophole” Provision 

• Children with a chronic health 
problem or disabling 
conditions use all the primary 
and preventive services needed 
by typical children. 

• % of CSHCN who need dental care • 79% of families reported that their 
CSHCN needed dental care (2001) 

• Development of special dental 
clinic for CSHCN 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities 
• Of those needing dental care, % 

that receive it 
• 92% of families reported that they 

were able to obtain dental care for 
their CSHCN (2001) 

• 29% did not obtain dental care 
because services were not available at 
a convenient time and 28% because of 
problems with their child’s health 
plan. 

• Dental provider survey to update 
CSHCN I&R databases 

• Types of specialty care that are 
difficult to access 

• 22% of families reported they did not 
receive all the mental health services 
their CSHCN needed (2001) 

• 13.6% did not receive all the 
specialized therapies (physical, 
occupational and speech) needed 
(2001) 

 

 

• % of families of CSHCN reporting 
problems obtaining referrals for 
needed specialty care 

• 17.3% reported a problem getting a 
referral to see a specialist (vs. 21.9% 
nationally) (2001) 

• Infant Toddler Program 
• Medicaid Case Manager Services 

• CSHCN use the full range of 
health and health-related 
services needed to maintain or 
improve their health and 
wellbeing and the services to 
slow, delay, or prevent 
untoward outcomes resulting 
from their chronic health 
condition or disability. 

• Degree to which the State CSHCN 
Program provides or finances 
specialty care not otherwise 
accessible to its clients 

• Data not available • Title V Medical Payment Program 
finances services for some 
uninsured children with specific 
medical conditions 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities 
• % of CSHCN who receive 

coordinated, ongoing 
comprehensive care within a 
medical home 

• 90.7% of CSHCN has a usual source 
of care  

• 86.4% has a personal doctor or nurse 
who knows them well 

• 57.0% of parents with CSHCN  
reported that doctors communicate 
well with each other 

• 41.2% of parents of CSHCN reported 
doctors communicate well with other 
programs 

• 24% of families reported they did not 
receive the care coordination needed 
for their CSHCN 

• CSHCN with public insurance were 
less likely to receive all the care 
coordination needed (56.3%) than 
those with private insurance (81.1) or 
a mix of private/public insurance 
(88.1) (all 2001) 

• Infant Toddler Program 
• Medicaid Case Managers 
• AAP EPIC IC Medical Home 

Initiative 
 
 

 Families of CSHCN, including 
their siblings, have access to 
and use appropriately the full 
range of health and health-
related services required to 
promote their growth and well-
being and manage their 

 % of CSHCN who are uninsured • 5% of CSHCN were uninsured (2001) 
• 10% of CSHCN reported a gap in 

health coverage during the year prior 
to the interview (2001). 

• 88.5% of families reported that 
insurance usually or always met their 
child’s needs (2001) 

• Medicaid “loophole” provision 
• Katie Beckett Medicaid 
• PA CHIP 
• Title V Medical Payment 

Program 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities 
 % of families of CSHCN reporting 

receiving family-centered care 
Parents of CSHCN reported: 
• Doctors usually or always spent 

enough time – 82.4% 
• Doctors usually or always listened 

carefully – 88.1% 
• Doctors were usually or always 

sensitive to values and customs – 
85.3% 

• Doctors usually or always provided 
needed information – 82.7% (all 
2001) 

• Infant Toddler Program 
• Family Health Consultant 

Program 
 

condition or disability. 

 % of families of CSHCN reporting 
that community based service 
systems are organized so that they 
can use them easily 

• 73.4% of families with CSHCN 
reported that community based 
service systems are usually or always 
organized in this manner (2001) 

• Focus group participants and key 
informant interviewees spoke of a 
more fragmented service system at 
the community level (2004) 

• Infant Toddler Program 
• MCH Consultant Program 
• Regional Systems Development 

Specialists 
• SKN 
• Elks’ Nurses Program 
 

 % of childcare slots available for 
CSHCN 

• Percentage is unknown but thought to 
be increasing due to on-going 
inclusion education and support 
efforts.  

• Head Start 
• AAP Inclusion Training 

 CSHCN use out-of-home 
childcare, pre-school and 
ongoing educational services 
as appropriate to their age, 
developmental stage and 
health condition and/or 
disability. 

 % of children screened and 
determined eligible for EI services 
who receive these services 

• Data not available • Infant Toddler Program 
• Head Start 
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Table XIII-1. 
PA Summary of MCH Capacity Outcomes 

Outcome Capacity Indicator Capacity Examples of Current Activities 
 Adolescents with special 

health care needs receive the 
services necessary to make the 
transition to adult health care, 
work, and independence. 

 Availability of transition services 
from school to higher education or 
work settings and from Pediatric 
health service systems to adult 
care.  

• 55.2% of parents with CSHCN over 
age 13 report that there is a plan for 
addressing their child’s changing 
needs (2001) 

• 22.1% of parents with CSHCN over 
age 13 report that their child received 
vocational or career training (2001) 

• 50.9% of parents with CSHCN over 
age 13 reported that doctors have 
talked about changing needs as their 
CSHCN becomes an adult (2001) 

• PA Association of Family 
Practitioners Medical Home 
Transition Initiative 

• State MOU Transition Team and 
Local Transition Teams 

6. Families 
 All those caring for infants, 

children and adolescents 
(including mothers, fathers, 
grandparents, and guardians) 
have access to and 
appropriately use childrearing 
information and family 
support services to strengthen 
parenting skills and family 
life. 

 Number of venues to disseminate 
information 

 Variety of venues to obtain 
information 

 Unknown 
 
 
 

• PA Health Department Web site 
- You and Your Family Health 
- PA Free Quitline 
- PA DOH Public Health 

Clearing House  
• Community organizations 
• Health Care Providers 
• Health and Human Services Call 

Center 

 Families have access to the 
information and support they 
need to maintain a healthy 
lifestyle for its members, 
including proper nutrition; 
adequate exercise; and 
physical, emotional, and 
mental health. 

 Number of opportunities to obtain 
information and support 

 Geographic reach of information 
and support services 

Unknown 
 
 
 
 

• PA Cooperative Extension 
• Centers for Schools and Families 

- Family Centers 
- Parent and Child Home 

Program 
- Parents as Teachers 

• Health and Human Services Call 
Center 

• Community organizations 
- AARP 
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CAST-5 in Pennsylvania 

Parallel to the process of the assessment of needs is the analysis of the internal capacity 
of agencies serving the MCH population groups. Although the capacity assessment 
focuses on the Bureau of Family Health (BFH), the Title V agency in Pennsylvania, 
many MCH-related activities take place outside of this agency. Because of this, the 
CAST-5 process also included stakeholders and resources external to BFH.  

This capacity assessment was guided by the process and related tools developed by the 
Association of Maternal and Child Health Programs (AMCHP) in conjunction with the 
Women’s and Children’s Health Policy Center at the Johns Hopkins University. Through 
the course of several meetings, workgroup members worked through the CAST-5 
assessment using several tools developed for this purpose. The process began with a self-
assessment of the performance of MCH essential services using a rating of the adequacy 
of specific process indicators. The assessment process identified strengths, weaknesses, 
opportunities, and threats (SWOT Analysis) associated with the MCH essential services. 
A Web-based survey used was later in the process to assess the extent to which 
organizational resources are sufficient or needed, to perform the essential MCH services. 
These resources fall into the following four categories: structural, data and information 
systems, organizational relationships, and competencies and skills. Results from these 
processes were synthesized and served as the basis for a discussion of priorities.  

At the March 4, 2004, meeting of the CAST-5 Task Force, the preliminary findings of the 
MCH assessment were shared with the group to provide a context for a discussion of 
priorities. This was followed by a review of environmental shifts that have occurred since 
the CAST-5 process was initiated in September 2004. These shifts included pending 
budget reductions, constraints on program expansion, stronger accountability 
requirements, reduction of staff through retirements, and changes in program eligibility 
requirements.  

A. SWOT  

The group reviewed issues that emerged through the discussion of strengths, weaknesses, 
opportunities, and threats. Highlights include the following: 

• Effectiveness of DOH staff at the district and county levels was determined to 
great extent by the level of information communicated to them from the State 
level. 

• The presence of an onsite epidemiologist is extremely positive but probably 
insufficient to meet all the epidemiological needs of the Department and BFH. 

• The Call Center has the potential to provide useful data to program staff; 
however, currently, this data are generally not available. 
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• The anticipated reductions in Medicaid funding will limit opportunities to 
reinvest categorical funds. 

B. Capacity Needs Survey   

The majority of CAST-5 workgroup members completed the online survey to assess 
capacity needs. Highlights of survey findings include the following: 

• Relationships with the business community. While the local health 
department staff often collaborates with local businesses, at the State level, 
there is no commitment to the building of these kinds of relationships. 

• Access to timely data. Access to meaningful and useful data is seen as a 
significant issue. Data are too often collected without thought to their 
purpose or utility. Availability of data varies greatly by program area with 
little thought to standardization of data elements. In addition, some 
essential data, e.g., on behaviors of youth using the Youth Risk Behavior 
Survey, are not collected statewide but only in Philadelphia. 

• Relationships with State and local policymakers. Dealing with these 
policymakers is not seen as a role of DOH staff. However, they must often 
address issues of unfunded mandates, and this is often complicated by the 
lack of consultation by legislators with program staff and slow 
communication within the DOH. 

• Knowledge and understanding of the State context. The frequent 
turnover of staff results in the loss of institutional memory, while at the 
same time, it offers opportunities to bring in new staff with fresh 
perspectives. The staff turnover could, however, be managed more 
effectively with the use of transition plans. 

• Mechanisms for accountability and quality improvement. “Evaluation” 
is often perceived by staff as a scare tactic and not as a vehicle for 
program improvement. The recreation of evaluation methods and 
frameworks is frustration. 

• Contractor roles. Clarification regarding the roles of the State contracting 
agency and the contractor is needed. 

C. Exploring Priorities  

Through an analysis of the MCH assessment findings, the HSR Assessment Team 
identified three crosscutting themes. The group discussed these themes, and as a result of 
the discussion, a fourth theme was identified. These include: 

• Turning data into information 
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• Reducing system fragmentation 

• Targeting interventions using data 

• Expanding consumer input into policy and program discussions. 

For each of the themes, workgroup members explored “what capacity and actions it 
would take” to address the theme.  

1.  Turning Data into Information 

Data issues were seen as the crux of most of the challenges discussed. The need for more 
authority and resources for program staff is pivotal to operationalizing goals and 
objectives and getting results. Participants cited the problem of “data overload” and the 
struggle of translating it into meaningful information. Workgroup members affirmed the 
benefits of outcome driven programs but need help in promoting this new way of 
thinking with others. 

What Would It Take?  

Steps that can be taken to turn data into information were identified by the workgroup 
participants and include the following: 

• Obtain a consensus of definition of “meaningful” data. This goes 
beyond simply counting up numbers of users of a service and focuses on 
what happened as a result of using the services. 

• Plan proactively with appropriate partners to determine outcomes. 
These discussions should include State staff but also those involved in the 
direct delivery of services to ensure that outcomes are both meaningful 
and feasible. 

• Improve communication among DOH field staff, program staff, and 
executive leadership. People often feel like they are working in the dark. 
Group members stressed the importance of everyone being “on the same 
page.” 

• Willingness to comprise. All parties need to be aware of and understand 
the roles and concerns of others and work together to compromise in the 
best interests of Pennsylvania’s MCH population groups. 

• Create a mechanism to manage change. The DOH exists in a dynamic 
environment, and strategies and venues to manage change with the 
participation of all those affected are critical. 

• Establish clear priorities from executive leadership. Everyone wants to 
feel that they are working in a mission-driven organization and 
participating to the best of their abilities to promote the mission. However, 
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if staff feel that they are in the dark about what is happening and why, 
their ability to promote the mission is diminished.  

2.  Reducing System Fragmentation  

The existence of so many programs that often operate in isolation creates any number of 
problems for both those providing and those receiving services. Categorical funding and 
variations in funding cycles exacerbate the problem. Many group participants also 
mentioned that all too often, programs are driven by political complexities rather than 
data and this adds to fragmentation of service delivery. 

 What Would It Take? 

Steps that can be taken to turn data into information were identified by the workgroup 
participants and include the following: 

• Talk, think, and plan in terms of “systems.” This will require some risk 
taking on the part of some staff and partners and a new way of doing 
business. 

• Collaborate on development of system outcomes. This can be 
accomplished by bringing together staff from multiple departments and 
other MCH stakeholders to focus on how to take a system outcome 
approach to addressing the needs of the MCH population groups. 

• Obtain input and data from communities. It is at the community level 
that the fallout from fragmented, uncoordinated care is most obvious. It 
will be important to develop and sustain feedback loops between the State 
and local program levels to promote and monitor system outcome-driven 
service delivery. 

3. Targeting Interventions Using Data 

The findings of the needs assessment pointed out the differences in MCH outcomes 
among various population and age groups living in different areas of the State. One size 
does not fit all, and it is important to recognize and address Pennsylvania’s diversities. 
Equally important are consistency of appropriate interventions over time and the need to 
look for long-term behavior change as the most effective way to improve health status 
indicators. 

 What Would It Take? 

Steps that can be taken to turn data into information were identified by the workgroup 
participants and include the following: 
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• Use data to identify and describe needs. A mix of quantitative and 
qualitative data is needed to identify and describe needs and the context of 
those needs. This information can then guide the design and implementation 
of interventions that are directly focused on the factors creating the problem 
and fostering solutions. 

• Share data. The wider the scope of audiences with whom data are shared, the 
broader the understanding of stakeholders in the importance of targeting and 
tailoring interventions to address MCH needs. 

• Permit flexibility. Mechanisms can be developed to permit local contractors, 
in collaboration with State program staff, some measure of flexibility to tailor 
interventions to the needs of their constituents. 

• Provide technical assistance. Contractors and providers may need some 
assistance in targeting and tailoring their programs and interventions. 
Assessment tools and best practices can be shared and adapted with assistance 
from State staff. 

4. Expanding Consumer Input into Policy and Program Discussions 

Workgroup participants overwhelmingly agree that it is vital to involve consumers in 
identifying needs and developing, maintaining, and evaluating programs and services. 
While DOH has numerous advisory groups, it is important to rethink other strategies to 
engage consumers. For example, involving community solely through participating in 
surveys may not be construed by some as meaningful involvement and, in fact, may 
create resentment. Group participants recognized that increasing consumer involvement 
would also require planning on the part of DOH staff that would include preparation of 
consumers. 

 What Would It Take? 

Steps that can be taken to turn data into information were identified by the workgroup 
participants and include the following: 

• Conduct ongoing stakeholder meetings. Meetings need to be held at 
times convenient for consumers and other community stakeholders. They 
also need to be purposeful. 

• Utilize current community-based entities to promote consumer 
involvement. Many organizations and agencies have direct links to 
consumers or a requirement for consumers to be members of the agency 
Board of Directors. It will be important to be creative in identifying 
venues to obtain consumer input. 
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• Prepare consumers for participation. The “language” of public health, 
MCH, and State government can be confusing and meaningless to 
consumers. Being mindful of this and using plain language can go a long 
way toward keeping consumers engaged in discussions around needs and 
services. 

• Commit to using consumer input. Consumer input cannot just be window 
dressing but must be considered as essential data and valued accordingly. 
Consumers will not continue to offer their input if they feel they will not 
be taken seriously. 
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CHAPTER XIV 

Maternal Child Health  
Needs and Capacity Assessment Stakeholder Meetings 
 

Overview 

The Pennsylvania of Department of Health, Bureau of Family Health requested HSR to conduct 
a series of stakeholder meetings in six different regions of the Commonwealth to share 
preliminary findings from the MCH assessment and to learn more about MCH issues identified 
by meeting attendees.  Stakeholders were defined as those concerned with maternal and child 
health outcomes and the services available in the State that are designed to promote positive 
health and wellness outcomes. The following chart indicates the communities in which the 
meetings were conducted, the dates they were conducted, the number of participants and a 
composite description of attendees. 

 
Summary 

Pennsylvania Maternal Child Health Assessment Stakeholder Meetings 
Site Date Number of 

Participants 
Examples of Categories of Participants 

Scranton 6/14/05 15 District Health Department, State Health 
Department, Early Intervention, Nurse-Family 
Partnership, Family Planning Coalition, Head 
Start, Elk’s Nurses  

Harrisburg 6/15/05 12 District Health Department, Hospital, Early 
Intervention, Elk’s Nurses, Head Start 

Williamsport 6/16/05 15 District Health Department, Head Start, Nurse-
Family Partnership,  

Philadelphia 6/23/05 27 District Health Department, City Health 
Department, Hospital, Family Planning 
Council, Early Intervention, Advocacy Groups, 
Managed Care 

Erie 6/27/05 20 District Health Department, Advocacy Group, 
State Health Department, City Health 
Department, Department of Human Services 

Pittsburgh 6/28/05 12 District Health Department, County Health 
Department, County Department of Human 
Services, Advocacy Groups, Hospital 

Total:   101  
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A. Organization of the Meetings 

The agenda for the meetings was developed in collaboration with staff from the Bureau of 
Family Health and HSR. HSR prepared a PowerPoint presentation for the meetings which was 
reviewed and approved by the Bureau. The Maternal Child Health and Children with Special 
Health Care Needs Consultants in each of the Department of Health District Offices arranged a 
location for each meeting and with their colleagues, informed the communities within their 
Region of the purpose, date and location of the meetings. We are very grateful to the consultants 
for their invaluable assistance. Judith Gallagher, the Director of Maternal, Child and Community 
Health at HSR who acted as the project director for the statewide assessment, facilitated the 
meetings. A representative from the Department of Health, Bureau of Family Health also 
attended the meetings. Each meeting lasted about two hours.  

B. Objectives and Structure of the Meetings 

The primary objectives of the meetings were to share with participants selected data and findings 
from the MCH Assessment, to determine if those findings resonated with their understanding of 
MCH needs and capacity, and to learn more from the participants about their perceptions of 
MCH needs and capacity in the communities in which they live and work. This opportunity was 
also used to encourage participants to review and comment upon a draft of the full assessment 
document and the Title V MCH Block Grant Application. 

The meeting opened with the introduction of HSR and its role in the assessment process. 
Objectives for the meeting were reviewed and this was followed by an explanation of the Title V 
mission, State Title V obligations and a description of how Title V resources are used in 
Pennsylvania. The conceptual framework for the assessment and methodologies for the conduct 
of the assessment were then described. The remainder of the presentation focused on a review of 
selected data and findings for each of the MCH population groups. The presentation was 
interspersed with facilitated discussion segments in which participants were encouraged to offer 
their comments regarding assessment findings and to share their perceptions and experiences 
regarding MCH needs, capacity and issues in their communities. Finally at the close of the 
presentation and discussion, participants were encouraged to email HSR with additional 
comments about the assessment and/or MCH needs and capacity issues. 

C. Stakeholder Responses 

While there was relatively low attendance at each of the meetings, each attendee actively 
participated in very lively discussions of both the material presented and their observations and 
concerns about MCH health status in the Commonwealth.  

In each stakeholder meeting, participants agreed with the findings and analysis presented in the 
assessment. There were no findings that did not ring true with participants and participants often 
shared their own stories to confirm assessment findings. Despite the significant differences 
between the communities in which the stakeholder meetings were held, there was a surprising 
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amount of consistency in the needs and issues that they described. Participants were particularly 
concerned about teen pregnancy, parenting education and family support, issues related to caring 
for children with special health care needs, and school health. In addition, attendees described a 
number of health and human services system issues. 

A significant number of participants had accessed the Department of Health website to review 
the full draft of the assessment document prior to the meeting. While assessment 
recommendations were not included in the stakeholder presentations, participants who had 
reviewed the recommendations included in the full draft document offered very positive 
feedback about them. Comments indicated that the recommendations were “right on target” and 
were specific enough to be useful but not so specific as to micro-manage the issues.   

The following is a summary of feedback from those participating in the stakeholder meetings 
organized by MCH population group. 

I. Pregnant Women/Infants: 

A. Prenatal/Post-partum Care 

1. While prenatal care is available, transportation for this and other services is a 
problem. (Scranton) 

2. Strategies are available to provide comprehensive prenatal care where women do 
feel rushed. These include the utilization of nurse-midwives to provide prenatal 
care and assignment of a nurse to each woman receiving prenatal care. 
(Harrisburg) 

3. There are problems with Healthy Beginning Plus in that women are enrolled in 
the program but are not getting the services they should. Because they are 
enrolled in Healthy Beginnings Plus they cannot enroll in other programs where 
they could obtain these services. (Harrisburg) 

4. There is a need for better post-partum care. This care could be provided in many 
different venues but it is important that the content and quality of the care 
delivered is consistent. (Philadelphia) 

5. Obstetricians and pediatricians often do not assess for mental health issues and are 
often not skilled in screening and assessment. (Pittsburgh) 

B. Teen pregnancy 

1. There is a need to increase the emphasis on early prenatal care for teens as they 
are often in denial about their pregnancy. It is important to identify and implement 
ways to do this. (Harrisburg) 



 

Health Systems Research, Inc. Maternal Child Health Needs and Page 305 
             Capacity Assessment Stakeholder Meeting 

2. There is a great need for increased mental health care especially for pregnant and 
post partum teens. The young women have an array of mental health concerns 
ranging from family and drug issues to depressive and bipolar conditions. 
Provider education is needed to adequately and appropriately identify and refer 
the teens to mental health services. It is also important that appropriate mental 
health services are available. (Erie, Philadelphia) 

3. It is important that teen moms finish high school, many young women are not 
aware of the importance of this. Incremental steps to high school completion 
should be offered. (Williamsport) 

II. Children/Adolescents: 

A. General Comments 

1. There should be more emphasis on nutrition in oral health initiatives. (Harrisburg) 

2. There is a need to pay more attention to the adequacy of child care and to the 
integration of health care into child care. (Pittsburgh, Williamsport) 

3. The Child death teams in rural areas identify deaths due to prematurity but then 
lack the resources to address the recommendations made to prevent future deaths. 
(Erie)   

B.  School Health  

1. Need comprehensive school health program using the CDC model. (Scranton, 
Pittsburgh, Harrisburg) 

2. We need to increase number of school nurses. (Erie) 

3. Using a DOH staff person in schools to conduct education about sexually 
transmitted diseases works well. (Harrisburg) 

4. It is important to promote prevention in schools; we need to do more. (Erie) 

5. Need appropriate and relevant health education in schools. It is difficult to work 
with the Department of Education around these issues. (Harrisburg) 

6. Parents need help in having the “difficult” conversations with their children 
around health, development and life style issues and need help to increase their 
comfort level and subsequent ability to discuss these issues. (Williamsport, Erie) 

7. We need more resources for health education. (Erie, Pittsburgh) 
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C. Parenting Education/Family Support 

1.  Family security issues (income, housing, food, health insurance, etc.) are very 
important to positive MCH outcomes. (Philadelphia, Erie) 

2. Family security should also include a focus on violence and safety issues.(Erie) 

3. Parental drug use is a problem. (Erie, Pittsburgh, Philadelphia) 

4. Inadequate parenting is a problem, need to identify critical points for parenting 
education and support (e.g. prepare home and family for newborn). Many families 
need long term support not just a few months. (Scranton, Harrisburg) 

5. There is a need to integrate a mental health component into the Nurse-Family 
Programs using the assistance of a mental health specialist. (Harrisburg) 

6. Many family support issues for teens, some may not have a family much less one 
that is supportive. Many foster care issues. (Erie) 

III. Children with Special Health Care Needs (CSHCN) 

A. CSHCN System  

1. Pennsylvania has a good CSHCN system – it just isn’t working very well. 
(Philadelphia, Pittsburgh) 

2.  It is very hard to navigate the “system” for CSHCN and difficult get access to the 
information and services needed. (Williamsport, Scranton, Philadelphia, 
Pittsburgh) 

3. Parents with CSHCN need help with logistics and with mechanisms to promote 
communication between providers. Without this providers may offer 
contradictory guidance. (Philadelphia) 

4. A major issue is grandparents raising grandchildren with special needs. They 
don’t know system and how to use it, have limited access to assistance because 
not the child’s parent. In addition, many have their own health issues to try and 
manage. (Erie) 

5. CSHCN lack services in rural communities. (Scranton, Erie) 

B. Early Intervention 

1. It is important to focus on “child” without getting caught up in fears of labeling, 
budgets etc. We must remember that the most important thing is the children and 
getting services to them. (Erie) 
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2. There is a need to increase more hands-on Early Intervention follow-up for post 
NICU families. This should include home visits. (Scranton) 

3. There is a stigma associated with Early Intervention due to its association with the 
Mental Health and Mental Retardation Agency. (Scranton, Erie) 

4. Some physicians do not refer families to Early Intervention. Instead they make the 
decisions about what families and children do and do not need. (Scranton, Erie) 

5. Parents have problems with Early Intervention services when child ages out of 
DPW program at age 3. (Scranton, Erie, Pittsburgh, Philadelphia) 

C. Information and Referral 

1.  There is a need to advertise the Special Needs Network as place to call for 
information. It also isn’t working as well as it did in the past. The counselors need 
to be knowledgeable about CSHCN in order to have fruitful conversations with 
callers enabling them to identify need and appropriate resources to meet those 
needs. (Philadelphia, Pittsburgh, Erie, Harrisburg) 

2. While CSHCN families often need to know and use particular “magic words to 
locate and obtain services, sometime the “magic words” vary from community to 
community making is even harder for families to obtain services. (Erie, 
Philadelphia) 

D. Care Coordination 

1. Care coordination for CSHCN fragmented. (Erie, Pittsburgh, Philadelphia) 

2. While the case management needs of CSHCN families may be sporadic, it is 
important to assure that case management from someone who knows the family is 
available when the family needs it. (Pittsburgh, Scranton, Harrisburg) 

3. Elk’s nurses are great because they can take case management directly into the 
home. (Scranton, Erie, Pittsburgh) 

4. Elks nurse model works best when nurse works in concert with the child’s 
medical home. (Philadelphia) 

5. Important to facilitate parent-to-parent connections for families caring for 
CSHCN. (Erie, Pittsburgh) 

6. Suggest looking at various models for case management including those used 
outside MCH, for example the case management provided by the Circle of Care 
HIV/AIDS program.(Philadelphia) 



 

Health Systems Research, Inc. Maternal Child Health Needs and Page 308 
             Capacity Assessment Stakeholder Meeting 

7. Parents need more information about the IEP process; schools tell parents things 
that may not be true. The parents of CSHCN need personal, local level support. 
(Erie, Scranton)  

8. There is often a waiting period of up to one year for CSHCN to be seen by a 
specialist. (Williamsport) 

E. Health Insurance and Reimbursement 

1.  It is important to maintain the Medicaid “loophole” for CSHCN. Only an 
extremely limited number of families eligible for the loophole have incomes 
sufficient to provide the health services needed by their child. (Pittsburgh, 
Philadelphia, Scranton) 

2.   Parents of CSHCN like to obtain as many services as possible from the same 
place. However this requires changes in reimbursement policies to permit more 
than one provider to bill on the same day. (Philadelphia) 

IV. System Issues: 

A.   Collaboration 

1.  We need better coordination and leadership from Harrisburg. There is a major 
disconnect between the state and localities. This is especially a problem for DOH. 
(Erie)  

2. Medicaid payments to providers are often delayed despite the new system; this is 
used as another reason not to accept patients with Medicaid insurance. (Erie) 

3. Need to make better use of the DOH District Offices; staff have a great deal of 
information to offer the community. (Scranton) 

4. It is hard to understand the DOH regional system as it does not match the regions 
used by other agencies. There is a problem understanding what staff and services 
are available. (Williamsport 

5. There is a need to increase DPW/DOH collaboration, for example around home 
visiting. (Harrisburg) 

6. There is a need for better connections between existing services and the systems 
initiatives. It is important for everyone to understand that everything is tied to 
everything else. Administrative support is required to make this happen, as is 
guidance from the State, perhaps in the form of guidelines for promotion of 
collaboration. (Williamsport, Erie) 

7. Programs should be required to report key data and funding should be tied to 
compliance with reporting. (Erie)    
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8. Home visiting programs should be coordinated and focus on specific goals and 
audiences. For example, there should be a focus on providing services via home 
visiting for first time parents. (Harrisburg, Williamsport) 

B. Access to Care 

1. There are ongoing issues of families and children who are uninsured. These 
include undocumented population groups and those without employer-based 
insurance. (Philadelphia) 

2. Families need information about the services that are available and how to access 
and use them. (Harrisburg, Pittsburgh, Philadelphia)  

3. We need to increase the availability of useable health information and health 
resources to Hispanic populations. (Philadelphia) 

4. People are often treated disrespectfully when using Medicaid. Many providers, 
especially dentists do not accept patients with Medicaid. (Scranton, Williamsport, 
Harrisburg). 

5. Provider capacity is an issue due to malpractice and tort issues. (Harrisburg) 

6. W need to focus on the family, as unit of care – programs and insurers want an 
identifiable patient – the “patient” may be the whole family. (Philadelphia) 

7. Resources go to the more populated areas of the State and while there are fewer 
people in the rural areas, they need help too. (Williamsport, Erie) 

8. There is a lack of providers in the northwest area of the state especially dentists. 
(Scranton) 

9. Getting to care especially the lack of transportation is a major burden for families. 
(Erie) 

Summary 

A total of 101 Pennsylvania residents participated in a series of stakeholders meetings held in six 
different regions of the Commonwealth. The objectives of the meetings were to share selected 
findings from the Title V Maternal and Child Health Needs and Capacity Assessment and to 
obtain feedback from the participants regarding the findings and other perceptions of MCH 
needs and issues in their communities. At each of the meetings participants were very engaged in 
the discussion and expressed appreciation for the opportunity to learn more about MCH and to 
share their experiences and concerns about MCH issues. 
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List of Key Informants 
Name 
 

Agency/Organization 

1. Joanne Grossi, Deputy Secretary 
 

Office of Health Promotion and Disease Prevention, 
DOH 

2. Lowware Holliman, Operations Manager 
 

Division of Quality Assurance, Pennsylvania 
Department of Insurance 

3. Janice Kopelman, Director Bureau of Communicable Diseases, Office of Health 
Promotion and Disease Prevention, DOH 

4. Jane Magee, Public Health Program 
Manager, Information & Referral Systems 
Section 

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 

5. Margaret Butts, MH Program Specialist 
 

Office of Children, Youth & Families, DPW 

6. Joanna Myers, MCH Consultant Bureau of Community Health Systems, Office of 
Health Planning and Assessment, DOH 

7. Jessica Bower, CSHCN Consultant Bureau of Community Health Systems, Office of 
Health Planning and Assessment, DOH 

8. Michelle Connors, Public Health Program 
Director, Division of Community Systems 
Development & Outreach 
 

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 

9. Elizabeth Casale, District Nurse 
Administrator 
 

Bureau of Community Health Systems, Office of 
Health Planning and Assessment, DOH 

10. Shirley Sword, Chief Planning & Review, 
Division of WIC  

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 

11. Kathy Wagner, Breastfeeding Coordinator  Family Health Council of Central PA 
 

12. Suzanne Yunghans, Executive Director 
 

Pennsylvania Chapter – American Academy of 
Pediatrics  

13. Ed Spahr, Public Health Program 
Administrator, Division of Child & Adult 
Health Services 

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 

14. Lynn Cromley, Director 
 

Center for Schools and Communities 
 

15. Dan Brant, Project Manager, Family Service 
System Reform (FSSR) and Family Centers 
Initiatives 

 

Center for Schools and Communities 
 

16. John Mitchell, Head Start State 
Collaboration Project Manager 

 

Center for Schools and Communities 
 

17. Shileste Morris, Youth Development 
Program Manager,  Adolescent Health 

Center for Schools and Communities 
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List of Key Informants 
Name 
 

Agency/Organization 

18. Tonya Hottenstein, Resource & Referral 
Supervisor, Statewide Adoption Network 
(SWAN) Helpline 
 

Center for Schools and Communities 
 

19. Sharon Niesley, SKN Director, Special Kids 
Network 

 

Center for Schools and Communities 
 

20. Sherry Peters, CASSP Administrator 
 

Office of Mental Health & Substance Abuse Services, 
DPW 

21. Lorrie Deck, SWAN and Foster Care 
Program Administrator 

 

Office of Children, Youth & Families, DPW 

22. Harriet Dichter, Deputy Secretary  
 

Office of Child Development 

23. Blair Hyatt, Executive Director 
 

Pennsylvania Head Start Association 

24. Kay Washington, Executive Director 
 

Rural Health Opportunities, Inc. 
 

25. Tish Leitzel , School Nurse Consultant  
 

Division of School Health, Office of Health Planning 
and Assessment, DOH 

26. Jon Dale, Director 
 

Division of School Health, Office of Health Planning 
and Assessment, DOH 

27. Harryl Allen, Immunization Program 
Administrator 

 

Bureau of Communicable Diseases, Office of Health 
Promotion and Disease Prevention, DOH 

28. Ken Chenosky, Public Health Program 
Administrator 

Bureau of Chronic Diseases and Injury Prevention, 
Office of Health Promotion and Disease Prevention, 
DOH 
 

29. Howard Tolchinsky, Pennsylvania State 
Dentist 

DOH 

30. Bryan Wyant, Director, Division of Health 
Risk Reduction 

Bureau of Chronic Diseases and Injury Prevention, 
Office of Health Promotion and Disease Prevention, 
DOH 
 

31. Carol Thornton, Public Health Program 
Administrator, Division of Health Risk 
Reduction 

Bureau of Chronic Diseases and Injury Prevention, 
Office of Health Promotion and Disease Prevention, 
DOH 
 

32. Barbara Caboot, Public Health Program 
Administrator, Division of Child & Adult 
Health Services 

 

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 
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List of Key Informants 
Name 
 

Agency/Organization 

33. Sally Kozak 
 

Bureau of Managed Care Operations, Office of 
Medical Assistance Programs, DPW 
 

34. Carol Quick Bureau of Managed Care Operations, Office of 
Medical Assistance Programs, DPW 

35. Lin Leddy Bureau of Managed Care Operations, Office of 
Medical Assistance Programs, DPW 

36. Abbie Barwick, Public Health Program 
Administrator, Division of Child & Adult 
Health Services 

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 

37. Karen Espenshade, Director, Division of 
Newborn Disease Prevention and 
Identification 

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 

38. Wendy Hoke Witmer, Executive Director 
 

Parent to Parent of Pennsylvania 
 

39. Robert Staver, Public Health Program 
Manager, Division of Newborn Disease 
Prevention & Identification 

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 

40. Steven Horner, Public Health Program 
Administrator, Division of Newborn Disease 
Prevention & Identification 

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 

41. Phyllis Welborn, Public Health Program 
Administrator, Division of Child & Adult 
Health Services 

Bureau of Family Health, Office of Health Promotion 
and Disease Prevention, DOH 

42. Ann Bacharach, Project Director, Covering 
Kids  

PA Partnerships for Children 
 

43. Mary Ramirez, Director 
 

Bureau of Community and Student Services, 
Pennsylvania Department of Education 

44. Allison Topper, Executive Director 
 

Pennsylvania Advocates for Nutrition and Activity 
 

45. Shirley Black, Health and Physical 
Education Advisor 

Bureau of Teaching and Learning Support, 
Pennsylvania Department of Education 

46. Bob Ciccio, MD Associate Director, NICU 
♦ Member of the Governor’s Commission on 

Children and Families 
♦ Member of the BFH Family Health Council 
 

The Western Pennsylvania Hospital 

47. Alisa Simon, Health Director 
 

Philadelphia Citizens for Children & Youth 

48. Kate Maus, Acting Director 
 

MCH Division, Philadelphia Department of Health 

49. JoAnne Fischer, Executive Director 
 

Maternity Care Coalition 
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List of Key Informants 
Name 
 

Agency/Organization 

50. Bette Begleiter, Deputy Executive Director Maternity Care Coalition 
51. Cheri Rhinehart, Vice President* The Hospital and Healthsystem Association of 

Pennsylvania 
52. Patti Agosti, Family Health Consultant Hershey Medical Center 

 
53. Randy Wilson, Family Health Consultant 
 

St. Christopher’s Hospital for Children 

54. Alan Kohrt, MD Medical Director, General 
Pediatrics 

Children’s Hospital of Philadelphia 

55. Laura Bedrossian, Family Health Consultant 
 

Children’s Hospital of Philadelphia 

 
* Answered interview questions in writing. 
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Pennsylvania Title V Needs Assessment 
Key Informant Interview Protocol  

 
 
I. Introduction 
 
We are from Health Systems Research, a policy analysis and consulting firm, and we are helping 
the Pennsylvania Department of Health, Bureau of Family Health conduct a 5-Year Needs 
Assessment that is required as a condition of receiving the Federal Maternal and Child Health 
Block Grant.  The purpose of the needs assessment is to identify needs and assess current 
services directed at pregnant women, mothers, infants, children, adolescents, and Children with 
Special Health Care Needs and their families as well as the capacity of the system to address 
these needs. This interview will take about an hour.  Do you have any questions before we 
begin? 
   

1. What is your title and how long have you been in this position? 
2. Briefly describe your responsibilities. 

 
 
II. MCH Targeted Groups 
 
I would like to go through each of the population groups covered by this needs assessment and 
ask some questions about your agencies experience providing services for them. Please consider 
the overall picture and variations in services and system capacity by race/ethnicity, SES, 
geographic areas and income. 
 
A. Pregnant Women 
 

1. What services and initiatives does your agency provide or support that address the 
needs of pregnant women?  (Determine and indicate if these are direct, enabling, 
population-based or infrastructure services and initiatives) 

 
2. What do you see as your agencies’ major strengths in this area? 

 
3. What do you see as the biggest challenges… for your agency?  For the 

(state/region) as a whole? (explore both service challenges and capacity 
challenges) 

 
4. Are there any unmet needs for this population that we have not discussed yet?  

 
If no data information is available from MCH Advisory meeting and it is appropriate: 
 

5. Could you provide me with some examples of the outcome indicators used by 
your agency to measure the performance of your agency in meeting the needs of 
pregnant women? 
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B. Mothers 
 

1. What services and initiatives does your agency provide or support that address the 
needs of mothers? 

 
2. What do you see as your agencies’ major strengths in this area? 

 
3. What do you see as the biggest challenges….for your agency?  For the 

(state/region) as a whole? (explore both service challenges and capacity 
challenges) 

 
4. Are there any unmet needs for this population that we have not discussed yet? 

 
If no data information is available from MCH Advisory meeting and it is appropriate: 
 

5. Could you provide me with some examples of the outcome indicators used by 
your agency to measure the performance of your agency in meeting the needs of 
mothers? 

 
C. Infants 
 

1. What services and initiatives does your agency provide or support that address the 
needs of infants? 

 
2. What do you see as your agencies’ major strengths in this area? 

 
3. What do you see as the biggest challenges…for your agency?  For the 

(state/region) as a whole? (explore both service challenges and capacity 
challenges) 

 
4. Are there any unmet needs for this population that we have not discussed yet? 

 
If no data information is available from MCH Advisory meeting and it is appropriate: 
 

5. Could you provide me with some examples of the outcome indicators used by 
your agency to measure the performance of your agency in meeting the needs of 
infants? 

 
D. Children 
 

1. What services and initiatives does your agency provide or support that address the 
needs of children? 

 
2. What do you see as your agencies’ major strengths in this area? 

 
3. What do you see as the biggest challenges….for your agency?  For the 

(state/region) as a whole? (explore both service challenges and capacity 
challenges) 
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4. Are there any unmet needs for this population that we have not discussed yet? 
 
If no data information is available from MCH Advisory meeting and it is appropriate: 
 

5. Could you provide me with some examples of the outcome indicators used by 
your agency to measure the performance of your agency in meeting the needs of 
children? 

 
E. Youth/Adolescents 
 

1. What services and initiatives does your agency provide or support that address the 
needs of adolescents? 

 
2. What do you see as your agencies’ major strengths in this area? 

 
3. What do you see as the biggest challenges….for your agency?  For the 

(state/region) as a whole? (explore both service challenges and capacity 
challenges) 

 
4. Are there any unmet needs for this population that we have not discussed yet? 

 
If no data information is available from MCH Advisory meeting and it is appropriate: 
 

5. Could you provide me with some examples of the outcome indicators used by 
your agency to measure the performance of your agency in meeting the needs of 
adolescents? 

 
F. Children with Special Health Care Needs and Their Families (CSHCN are children or 

youth with a chronic health condition or disabling condition) 
 

1. What services and initiatives does your agency provider or support that address 
the needs of children with special health care needs and their families? 

 
2. What do you see as your agencies’ major strengths in this area? 

 
3. What do you see as the biggest challenges….for your agency?  For the 

(state/region) as a whole? (explore both service challenges and capacity 
challenges) 

 
4. Are there any unmet needs for this population that we have not discussed yet? 

 
If no data information is available from MCH Advisory meeting and it is appropriate: 
 

5. Could you provide me with some examples of the outcome indicators used by 
your agency to measure the performance of your agency in meeting the needs of 
children with special health care needs? 
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G. Collaboration 
 

1. Overall how well do the different agencies and organizations collaborate in 
serving the maternal and child health population?  At the State level? At the 
regional and/county level? 

 
2. Are there particular areas or populations where collaboration is especially strong?  

Are there particular areas or populations where collaboration is weaker? 
 

3. In what ways could collaboration be improved? (Explore the barriers to 
collaboration) 

 
H. Biggest Issue Facing MCH Population 
 
Considering all we have discussed what do you see as the biggest issue in regard to the MCH 
population in Pennsylvania?  Why do you think this is the biggest issue? 
 
 
III. Reports and Data 
 
As part of this needs assessment we are attempting to compile reports and data that address 
issues relevant for the MCH population.   
 

1. Are there any reports, data, or a needs assessment, that you would be able to 
provide?  (NOTE TO INTERVIEWERS: Either obtain copies now or provide 
information so they can send them to us) 

 
2. Are there any reports or data produced by other agencies or organizations that you 

would recommend? 
 
 
IV. Closing 
 
Is there anything else you would like to add? 
 
Thank you very much for your time.  If you think of anything else you would like to add feel free 
to get in touch with me. 
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Pennsylvania Family  
(Prenatal/Parents of Young Children) 

 MCH Focus Group 
Moderator's Guide 

 
 

I. WELCOME/BACKGROUND INFO     
 
Welcome to our group discussion.  Thank you for taking the time to participate in our focus 
group discussion about young children.   My name is _________; I am here with my colleague 
_________and we work for Health Systems Research. Inc. based in Washington, DC.  Our 
company is helping the Pennsylvania Department of Health, Bureau of Family Health to learn 
more about what families in Pennsylvania think about services for pregnant women, young 
children, and families—this includes what needs you had while pregnant and in raising your 
children, the services that are available and those that you need but are not available.  Your 
experiences and ideas will be included in a statewide needs assessment we are conducting for the 
Health Department on maternal, child and family health issues. We will use your ideas to help 
State agencies and other organizations that work with mothers, children, and families improve 
the way families receive information and services.  
 
The purpose of focus groups is to get the honest opinions of small groups of people about a 
specific topic.  
 
I would like to review the ground rules for our discussion: 

 
• There are no right and wrong answers.  Remember, I do not work for the 

Commonwealth of Pennsylvania, so please tell me your thoughts, whether they are 
positive or negative. 

 
• It is ok to disagree with one another.  We want to hear everyone’s point of view.  If you 

disagree, please do so respectfully.  
 

• Only one person should talk at a time.  We are tape recording this session so that we do 
not miss anything important.  If two people talk at once, we can not understand what 
anyone is saying.  I may remind you of this during the group. 

 
• We would like everyone to participate.  You each do not have to answer every question.  

If, however, some of you are shy or I really want to know what you think about a 
particular issue, I may ask you about it.  

 
• We have a lot that we want to talk about tonight.  So, do not be surprised if at some 

point I interrupt the discussion and move to another topic.  But, do not let me cut you 
off.  If there is something important you want to say, let me know and you can add your 
thoughts in before we change subjects. 

 
• We will be using first names only today.  Everything you say is confidential.  After we 
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conduct several of these group discussions across the state, we will write a report for 
the Pennsylvania Department of Health.  Your name will not appear anywhere in the 
report. What you say today will not be attached to your name at any point.  Nothing that 
you say will affect your eligibility for or the services you receive through any of the 
programs we talk about today.   

 
• Do not worry about offending us.  We really want to learn from you and find out what 

you think about the issues we talk about tonight.  Please tell us your honest opinions. 
 

• I want to make a couple more points related to the tape recording.  Please speak up.  If 
you speak too quietly, it will be too difficult to hear you later on the tape.  Also, please 
do not bump the table or tap your hands on the table.  Anything close to the 
microphones sounds incredibly loud on the tape and it will drown out your voices.  
________  is also taking notes in case the tapes do not come out clearly and she will be 
handling the tape recorders.  

 
 
The group will last two hours.  You will not get out any later than _______.  We will not be 
taking a formal break, but if you need to leave for a restroom break, the bathrooms are 
_____________.   
 
(If someone unexpectedly came with a child and on-site child care was not arranged in 
advance:  If your child begins to get too noisy, please take them out of the room until they are 
quiet again.  Then, come back into the room.  Again, with tape recording, we need to keep the 
room relatively quiet.) 
 
At the end of the session, we will give you a gift card in appreciation for sharing your time and 
expertise with us. We will also ask you to complete a short anonymous survey. 
 
 
II.   INTRODUCTIONS        
 
Let’s get started. Remember our primary focus tonight is on pregnancy care and caring for young 
children under five.  
 
Start with the participant to your right. Have them respond in round robin fashion. 
 

Please tell me your name, how many children you have, their ages, how long you have 
lived in this community.  

 
 
III.   FOCUS GROUP QUESTIONS 
 
A. Prenatal Care  
 

 I would like to begin our discussion by asking you to think back to your last pregnancy 
experience. 



  
 
Health Systems Research, Inc. Appendix C Page 3 

 
1.  How did you confirm the pregnancy? 

Probe: 
- Over the counter testing kit 
- Clinic or MD office 
 

2.  How far along were you when you went for the first prenatal care visit? 
Probe: 

- Length of time between calling for appointment and obtaining 
appointment 

- Where did you go 
 

3.  What influenced your decision to get prenatal care? 
Probe: 
 

- Number of prior pregnancies 
- Not sure where to go 
- Cost 
- Not important 
-  

4.  What happened at your prenatal visits? 
 

Probe: 
- What care did they get 
- Who took care of them 
- What information about pregnancy and how things would be like after 

the pregnancy were you given – (Listen for breastfeeding information) 
- How helpful was the information 
- What benefited them at the visits 
 

5.  What would you like to have happened at your prenatal visits? 
 

Probe: 
- What did you need you didn’t get 
 

6.  What information about caring for yourself, your newborn and your family did 
 you get in the hospital after delivery? 

Probe: 
- Check for differences in types of deliveries and status of infant 
- What help and support did you get with breastfeeding 
 

7.     What was your post partum care visit like? 
 Probe: 

- Did you go? Why? Why not? 
- What happened at visit 
- What would you have like to have happened at visit? 
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8. What is the one thing that would have made your prenatal, labor and delivery and 
post partum experience better for you and your family? 

 
   

B. Overview – Young Children 
 
1. What worries you about caring for and raising young children, that is babies and 

kids up to age 5? 
 

Probe for: 
- Health needs (health insurance, finding a provider, cost of care, getting 

sick, safety issues - getting hurt) 
- Development (are they growing OK?  Issues with eating, temper tantrums, sleep) 
- Who will take care of them (childcare arrangements, availability, cost, quality) 
- Family relationships (sibling rivalry, stress on family unit, current and future financial 

concerns) 
- Adequacy as a parent 

 
2. What concerns you the most?  Why?  
 
3.      Who do you go for help with these concerns? 

- get at specifics  
 
 
C. Health Issues 
 

1.  Let’s start with health and wellness issues for your young children.    
 

a) Do you have health insurance for your children?  
 

Listen for: Type 
 
Probe for: 

- Problems (premiums, co-pays, deductibles, underinsurance) 
 

b) Are you able to see a doctor or other health provider when you feel you 
need to? 
 
Listen for: 

- Issues related to finding, paying, timeliness of availability 
- Other barriers (e.g. transportation) 

 
c) During visits what does the doctor or nurse talk with you about? 
 

Probe for: 
- Child development (age you can expect your child to  

            accomplish a particular task)                 
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-    Child rearing (eating, sleeping, play, temper tantrums) 
- Family concerns (stress on parent, sibling rivalry) 
- Does the doctor suggest and/or refer you to other resources or 

services? 
- Importance of regular well child visits/immunizations 
 

d) What kinds of things would you like to discuss with your child’s health 
care provider? 

 
Listen for: 
  
- Health issues, development, parenting advice, resource  

information, family issues, behavioral issues, and level of 
comfort with talking with provider  

 
C. Parenting Issues 
 

Now let’s go on and talk about parenting.                   
 
a) Babies and young children do not come with instructions manuals, let’s 

talk about how and where you learn to be a parent starting with: 
 

Where do you go to for answers about your parenting questions or 
concerns? 
 
 Listen for: 
  -    The concerns named 

- Sources: own parents, other family, doctor, friends,   
parenting books, TV, community agencies, Internet, 
“wing it” 

      
Probe for: 

-  What information or advice they were seeking 
-  How useful was the information or advice 

      -  What made it useful 
 

b) What are the child rearing areas and issues where you think parents and 
families need the most information and guidance? 

 
Listen for: 

-  Child’s health, growth and development, behavior 
-  Family issues: individual stress, family stress, family 
relationships 
 

 
c) What services in your community currently help parents in these areas? 
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Probe for: 
- What do they look like? 

 
d) What services are needed that aren’t currently available? 

 Probe for:  
  -  What should they look like? 

-  What are some strategies that could be used to help 
parents strengthen their parenting skills? 

 
 

D. Parenting Support 
 

Caring for little ones, managing a home and supporting a family can be a handful and 
sometimes parents need some help.    

 
a) What kinds of supports do families of young children need? 
 

(Try not to use but if parents get stuck and need some explanation: “these are 
programs or services which help parents raise their children or help with 
particular family issues, including things such as financial issues, stress, parent 
support groups, balancing work and family”)  

   
Listen for: 

 
- How “family support” is defined and described 
 

b) What kinds of supports are currently available to families in your 
community? 

 
c) How could these supports and services be improved? 

 
d) What is the best way to for people to learn about family support issues and 

services available in the community?  
 

Probe:  Community meetings or lunches? Mailings? Email?  The Internet?  
Flyers in doctor’s offices or daycare? 

 
 

E. Childcare  
 

a)     What have been your experiences in finding and using childcare? 
 

Listen for: 
-    Where do you go for information? 
- Issues related to availability, cost, satisfaction with 
- Differences between kinship care, family care, and center-

based care 



  
 
Health Systems Research, Inc. Appendix C Page 7 

- Differences in finding and using based on age of child and/or 
special needs 

 
b) What do you look for in choosing someone to care for your child? 

 
Listen for: 
 
- Takes whatever can find, can get to childcare, meets needs of 

parent (age of child, hours needed, has transportation there) 
 
- Other indicators: staff/child ratio, physical plant, activities,  
      licensed – how do you get this information? 

 
c) What is most important to you when looking for someone or someplace to 

take care of your child? 
    

d) What do you think makes a child care setting a “high quality” child care  
       setting? 

 
 

 
Summary Issues         

 
1. Thinking about all the areas and services we have discussed, what would make it 

easier for you and your family to: 
 

a) Do a good job raising your children? 
 
b) Feel more confident in raising your children? 

 
c) Find services needed? 

 
Probe for differences: 
- prenatal 
- health info 
- providers 
- support 

 
d) Use services needed? 

 
Probe for: warm lines, info directories, co-located services, Family 
Centers, services connected to church, childcare/Head Start, health care,  

 
2. If there were ONE thing you could change about the services available in your 

community to parents of very young children, what would it be? 
IV. CLOSING           
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Check for questions or follow-up from co-moderator. 
 

Thank you very much for coming tonight. We enjoyed the discussion and have learned a 
lot from your comments and suggestions.  
 
Is there anything I haven’t asked about that you would like to tell me related to the topics 
we have discussed? 
 
Please complete the form with a few questions about you and be sure NOT to include 
your name. Also please sign a receipt for your gift card.   
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 Pennsylvania Family (With Older Children) 
 MCH Focus Group 
Moderator's Guide 

 
 

I. WELCOME/BACKGROUND INFO       
 
Welcome to our group discussion.  Thank you for taking the time to participate in our 
focus group discussion about young children.   My name is _________; I am here with 
my colleague _________and we work for Health Systems Research. Inc. based in 
Washington, DC.  Our company is helping the Pennsylvania Department of Health, 
Bureau of Family Health to learn more about what families in Pennsylvania think about 
services for children and families—this includes what needs you have in raising your 
children, the services that are available and those that you need but are not available.Your 
experiences and ideas will be included in a statewide needs assessment we are conducting 
for the Health Department on maternal, child and family health issues. We will use your 
ideas to help State agencies and other organizations that work with mothers, children, and 
families improve the way families receive information and services.  
 
The purpose of focus groups is to get the honest opinions of small groups of people about 
a specific topic.  
 
I would like to review the ground rules for our discussion: 

 
• There are no right and wrong answers.  Remember, I do not work for the 

Commonwealth of Pennsylvania, so please tell me your thoughts, whether 
they are positive or negative. 

 
• It is ok to disagree with one another.  We want to hear everyone’s point of 

view.  If you disagree, please do so respectfully.  
 

• Only one person should talk at a time.  We are tape recording this session 
so that we do not miss anything important.  If two people talk at once, we 
can not understand what anyone is saying.  I may remind you of this 
during the group. 

 
• We would like everyone to participate.  You each do not have to answer 

every question.  If, however, some of you are shy or I really want to know 
what you think about a particular issue, I may ask you about it.  

 
• We have a lot that we want to talk about tonight.  So, do not be surprised 

if at some point I interrupt the discussion and move to another topic.  But, 
do not let me cut you off.  If there is something important you want to say, 
let me know and you can add your thoughts in before we change subjects. 

 
• We will be using first names only today.  Everything you say is 



  
 
Health Systems Research, Inc. Appendix C Page 10 

confidential.  After we conduct several of these group discussions across 
the state, we will write a report for the Pennsylvania Department of 
Health.  Your name will not appear anywhere in the report. What you say 
today will not be attached to your name at any point.  Nothing that you say 
will affect your eligibility for or the services you receive through any of 
the programs we talk about today.   

 
• Do not worry about offending us.  We really want to learn from you and 

find out what you think about the issues we talk about tonight.  Please tell 
us your honest opinions. 

 
• I want to make a couple more points related to the tape recording.  Please 

speak up.  If you speak too quietly, it will be too difficult to hear you later 
on the tape.  Also, please do not bump the table or tap your hands on the 
table.  Anything close to the microphones sounds incredibly loud on the 
tape and it will drown out your voices.  ________  is also taking notes in 
case the tapes do not come out clearly and she will be handling the tape 
recorders.  

 
 
The group will last two hours.  You will not get out any later than _______.  We will not 
be taking a formal break, but if you need to leave for a restroom break, the bathrooms are 
_____________.   
 
(If someone unexpectedly came with a child and on-site child care was not arranged 
in advance: If your child begins to get too noisy, please take them out of the room until 
they are quiet again.  Then, come back into the room.  Again, with tape recording, we 
need to keep the room relatively quiet.) 
 
At the end of the session, we will give you a grocery store card in appreciation for 
sharing your time and expertise with us. We will also ask you to complete a short 
anonymous survey. 
 
 
 
II.   INTRODUCTIONS        
 
 Let’s get started. Remember our primary focus tonight is on caring for children 
 and adolescents.  
 
 Start with the participant to your right. Have them respond in round robin 
 fashion. 
 
 Please tell me your name, how many children you have, their ages, how long you 
 have lived in his community.  
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A. Health Services.            
 
 Current Utilization 
 

  a) Let’s start by talking about health insurance; do each of your children have  
  health insurance? 
 
  Probe for: 
  - Type of health insurance 
  - How long insured 
  - How learned about availability of health insurance and benefits 
  - Health insurance issues 
 
       b) Do you have a regular health care provider for each of your children and/or  
  teens. 
 
  Probe for: 
  - Type of provider – length of time with provider 
  - How found provider 
  - Satisfaction with provider 
 
 c) For each of your children and/or teens, when was the last time you took him  
  or her to the doctor and what was the reason for the visit? 
 
  - Thinking back over the last year or so, what was the usual reason  
   for taking your child to the doctor? 
  - What types of providers have you used in the last year? (MD,  
   DDS, vision, etc.) 
  - Any health services you needed for your child or teen that you  
   couldn’t get? Why? 
 
B. Well-Child/Adolescent Care 
 
 We hear a lot about the importance of well-child care: 
 
 a) What does well-child care mean to you?  
 
 b) What kinds of services do you think this care involves? 
 
  Probe for: 
      
  -  Check-ups, meaning? 
  -  Vision and hearing assessments? 
  -  Assessment of physical growth and development? 
  -   Assessment of emotional and social growth and development? 
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  -  Assessment of ability to learn? 
  -   Parent education 
  -  What to expect from different stages 
  -   How to handle different stages 
  -   Information about other services you and your family might use 
 
   
 c) How often do you take them in for things like physicals, immunizations –  
  (Listen for age differences) 
 
  - What happens at these visits? 

• For child 
• For parent 

 
  - What would you like to have happen at these visits? 

• For child 
• For parents 

  
 d) Tell me about the prevention/check-up schedules you follow with your  
  children and teens. Where did you get this or learn about the schedule to  
  follow? 
 
 e) Besides your child’s primary/regular doctor, are there other health and health  
  care-related providers that you have used for your child or teen in the last  
  year? 
 
  -  Dentist 
  -  Counselor, mental health 
  -  Local public health department  
  -  Walk-in clinics 
  -  Emergency room 
  -  Other 
 
 - What has been your experience in finding and using these services? 
 
 f) Do you feel that the age of the child makes a difference in how often you take  
  them for well-care? Why? Why not? 
 
 g) What do you think are the benefits of taking your child for well-child visits?   
   - For child (younger child, adolescent child) 
  - For parents 
 
 h)  What makes it hard to take your children and teens for well-care? 
  - Age differences of children 
  - Cost 
  - Hassle 
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 i)  What would make it easier to take your children and teens for well care? 
 
 
 j)  What do you think are the best ways to encourage parents to take their   
  children for well-child visits?  
 
  -  Posters? Ads?, Brochures? Other materials? 

 -  Having someone they know tell them about well-child services?   
   (e.g.doctors, school nurses, etc.) 
 
     k) Where do adolescents get health information? 
  -  What could be done to improve access to health information for  
   teens? 
   

B. Parenting Issues 
 

Now let’s go on and talk about parenting.                   
 
 Children and teens do not come with instruction manuals, let’s talk about how and 
 where you learn to parent your children: 
 
 a)  Where do you go to for answers about your parenting questions or concerns? 
 
 Listen for: 
  -     The concerns named 
  - Sources: own parents, other family, doctor, friends,   
  - Parenting books, TV, community agencies, Internet, “wing it” 

      
Probe for: 

  -   What information or advice they were seeking 
  -   How useful was the information or advice 

        -   What made it useful 
 

  b) What are the child rearing areas and issues where you think parents and  
  families need the most information and guidance? 
 
  Listen for:  
   -  Age differences 
  Probe for: 

  -   Child’s health, growth and development, behavior 
   -   Family issues: individual stress, family stress, family  
    relationships 
 

  c) What services in your community currently help parents in these areas? 
 



  
 
Health Systems Research, Inc. Appendix C Page 14 

  Probe for: 
   - What are they like? 

   - How do parents find out about them? 
   - Are they for everyone? 

 
 e) What services are needed in your community that aren’t currently available? 
  Probe for:  
   -   What should they look like? 
   -   What are some strategies that could be used to help parents  
    strengthen their parenting skills? 
 
C.   Parenting Support 
 
Caring for children, managing a home and supporting a family can be a handful and 
sometimes parents need some help.    
 
 a) What kinds of supports do families of children and adolescents need? 
 
  (Try not to use but if parents get stuck and need some explanation: “these are  
  programs or services which help parents raise their children or help with particular  
  family issues, including things such as financial issues, stress, parent support groups,  
  balancing work and family”)  
   

   Listen for: 
 
     - How “family support” is defined and described 
 
             b) What kinds of supports are currently available to families in your community? 
 
         - How could these supports and services be improved? 
 
          -  What is the best way to for people to learn about family  
    support services available in the community?  
 
 

 Summary Issues        
 
1. Thinking about all the areas and services we have discussed, what would make it 
 easier for you and your family to: 
 

a) Do a good job raising your children? 
 
b) Feel more confident in raising your children? 
 
c) Find services needed? 
 
d) Use services needed? 
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 Probe for: warm lines, info directories, co-located services, Family Centers, 
 services connected to church, childcare/Head Start, health care,  
 
2. If there were ONE thing you could change about the services available in your 
 community to parents of children and teens, what would it be? 
 
             
V. CLOSING           
 

Check for questions or follow-up from co-moderator. 
 
 Thank you very much for coming tonight. We enjoyed the discussion and have 
 learned a lot from your comments and suggestions.  
 
 Is there anything I haven’t asked about that you would like to tell me related to 
 the topics we have discussed? 
 
 Please complete the form with a few questions about you and be sure NOT to 
 include your name. Also please sign a receipt for your grocery card.   
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Pennsylvania MCH 
(Adolescent) Focus Groups 

Moderator's Guide - #2 
 
I. BACKGROUND         (10 MINUTES) 
 
Welcome to our group discussion.  Thank you for taking the time to participate in this 
discussion about services for teens.  My name is _________ and I work for Health 
Systems Research.   My co-worker's name is __________.  Our company is working with 
the Pennsylvania Department of Health to learn more about what teens think about health 
services— including services that are available and services you need but are not 
available.  Your opinions and ideas will be included in a statewide needs assessment we 
are conducting for the Health Department on maternal, child and family health issues.  
We will use your ideas to help the State agencies and other organizations that work with 
teens improve the way adolescents across the state receive information and services. 
 
I would like to review the ground rules for our discussion: 
 

 There are no right and wrong answers.  Remember, we don't work for any state agency 
including the Health Department, so please tell us what you honestly think. 

 
 It is OK to disagree with one another.  We want to hear everyone's point of view.  If you 

disagree, please do so respectfully.  
 

 Only one person should talk at a time.  We are tape recording this session so that we don't 
miss anything important.  If two people talk at once, we can't understand what anyone is 
saying.  We may remind you of this during the group. 

 
 We would like everyone to participate.  But, you each don't have to answer every 

question.  If, however, some of you are shy or I really want to know what you think about 
a particular question, I may call on you. 

 
 We have a lot that we want to talk about tonight.  So, don't be surprised if at some point 

we interrupt the discussion and move to another topic.  But, don't let us cut you off.  If 
there is something important you want to say, let us know and you can add your thoughts 
in before we change subjects. 

 
 We want to talk with you about health-related services….where you get information 

about them, how you use them and how they can be improved for teens. If the group 
starts to talk about any other issues, we may remind you to stay on topic. 
 

 We will be using first names only today.  Everything you say is confidential.  After we 
conduct several of these group discussions across the state, we will write a report to the 
Pennsylvania Department of Health.  Your name will not appear anywhere in the report.  
What you say today will not be attached to your name at any point.  Nothing that you say 
will affect your eligibility for any type of services. 
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 We really want to learn from you and find out what you think about the issues we talk 
about.  Please tell us your honest opinions. 
 

 We want to make a couple more points related to the tape recording.  Please speak up.  If 
you speak too quietly, it will be too hard to hear you later on the tape.  Also, please don't 
bump the table or tap your hands on the table.  Anything close to the microphones sounds 
incredibly loud later on and it will drown out your voices.  

 
 _________ is taking notes in case the tapes don't come out clearly and she will be 

handling the tape recorders.  At the end of the session, she will provide a brief summary 
of what you all said tonight, so that you can correct anything we have misunderstood or 
clarify important points. 

 
The group will last an hour and a half to two hours.  You will not get out any later than 
_______.  We will not be taking a formal break.  If you need to leave for a restroom 
break, the bathrooms are _____________.   
 
At the end of the session, we will give you a $25 gift card for your time.  We will also 
ask you to complete a short anonymous survey. 
 
 
II. INTRODUCTIONS       (10 MINUTES) 
 
Let’s get started.  I’d like to start out by going around the table and having each of you tell us a 
little about yourself.  Again, my name is _____.   
 
Start with the participant to your right.  Have them respond in round robin fashion. 
 

 Please tell me your name, what grade you are in, where you see yourself in 5 years. 
 

 
 

III. FOCUS GROUP QUESTIONS 
 
 

A. TEEN ATTITUDE ON HEALTH CARE     (20 MINUTES) 
 
I would like to begin today's discussion with some general questions about being a teenager. 
 
1. What are some of the things that you worry about as a teenager (Listen for health and 

health insurance issues)? 
 

From what you've all said, it seems that teens today have lots of concerns ranging from 
___________  to ___________________________.  One of the things I didn’t hear mentioned 
much was concerns about health issues. 
 
2. What are some of the health concerns that you and your friends worry about as a teenager? 
 
 PROBE: Have these concerns changed since you started high school?  
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3. When you have questions about something related to health, where do you go for 
information? 
(Probe for school based personnel- nurse or other staff) 

 
PROBES: 

  Differences in where you go to get information for different topics?…. 
- drug abuse 
- violence/physical abuse 
- contraceptives/safe sex/STDs 
- depression/suicide/feeling anxious or sad 

 
In what format do you like to receive information on health topics? 
- Written things like brochures or pamphlets? 
- Internet? 
- Talking to someone one on one? 

 
 
4. What types of health services do you think are most important for teens your age? 
 
 
5. What are some reasons why you or your friends go to the doctor or nurse? 
 
 
6. What does  "preventive health care" mean to you? 
 

PROBE:  What kinds of health services do you use to stay healthy? 
 
 

B. ACCESS TO HEALTH and Health Related Information and Support     (20 MINUTES) 
 

 
   

1. Describe the health classes in your school. 
Probe: Required for everyone? 
            When offered? 
 Who teaches them? 
 What is discussed? 
 What would you like to discuss? 
 What format would be best for teens? 
 

2.   What educational materials are used in the classes? 
 
2. How could the health classes be improved? 
 
3. Have you used the internet to get health information? 
 
4. How could the internet be used to help teens get the health information they need? 
 

Probe: Topics 
           The “look” of the site 
            How to promote it 
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5. Where or to whom can you and your friends go to/talk to when feeling upset, down, anxious? 
 

Probe: What would be the characteristics of this person/place that would be important to 
teens? 

 
 
C. HEALTH CARE PROMOTION                (15 MINUTES) 
  
We want to get your opinions on the best ways to make health care more attractive to teens. 
 
 
1. What's the best way for health care programs to reach out to teens? 

 
 PROBE: Where do teens like to go to hangout? 
  What do teens like to do? 

- Local publications? 
- Radio stations? 

 
 
2. Tell me about any health-related activities or programs that you participated in or heard 

about. 
 

PROBE: What is it about that activity or program that made it stand out? 
 Would you participate in it again? 

What is it about that activity or program that would make you want to participate in 
it or not participate in it again? 

 
 Have you ever signed up or participated in something for the incentives or 

giveaways?  
 -What was the incentive/giveaway? 

-  Money? 
- Food? 
- T-Shirts? 

 
 
3. Tell me what other kinds of health programs or activities would be most interesting to you or 

your friends? Be creative. 
 
4. What would a “teen health center” be like, look like, provide? 
 
 

 
D. HEALTH INSURANCE        (20 MINUTES) 
 
Now, I'd like to hear your thoughts on health insurance and the advantages and 
disadvantages of having it.  
 
1. First, I'd like to know what you have heard about health insurance.  What do you think it 

means to have health insurance? 
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2. What do you see as the major benefits of having health insurance? (Listen for peace of mind, 

knowing that health care will be paid for, having a regular doctor, going to regular doctors 
instead of the clinic, joining a health plan.) 
  
 

 3. What are the major downsides of having health insurance? (Listen for: cost, bringing parents' 
insurance card) 

 
 
4. How important is it for teenagers to have health insurance?  
 

PROBE:  Do you think having insurance would help you personally to get the health care 
you want? 

               
Would you be willing to pay a small fee for medical care instead of using your 

parent's insurance? 
 

 
E. CONCLUSION        (10 MINUTES) 

 
1. If you could change one thing about how health care services are provided to teens, what 

would it be and why? 
 

2. Is there any other information you would like to share about health care for teenagers? 
 
 
I want to thank you for participating in the group today. We appreciate you taking the time to 
share your opinions with us.  
 
 

 Have participants complete short demographic form. 
 

 Pass out the envelopes with the gift cards and ask them to sign a sheet saying they got 
their card. 

 
 Encourage them to take home whatever food remains.  

 
 After participants leave, debrief with the co-moderator while the tape recorder is on.
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Pennsylvania MCH 
(CSHCN) Focus Groups 

Moderator's Guide  
 
 
A. INTRODUCTION      (10 MINUTES) 
 
Welcome to our focus group discussion.  Thank you for taking the time to participate in this 
discussion about services for children with special health care needs.  My name is _________ 
and I work for Health Systems Research.   My co-worker's name is __________.  Our 
company is working with the Pennsylvania Department of Health to learn more about what 
families think about services for children with special health care needs— including services 
that are available and services you need but are not available.  Your opinions, experiences and 
ideas will be included in a statewide needs assessment we are conducting for the Health 
Department on maternal, child and family health issues.  We will use your ideas to help the 
State agencies and other organizations that work with CSHCN improve the way families 
receive information and services. 
 
The purpose of a focus group is to get the honest opinions of a small group of people about a 
specific topic 
 
I would like to review the ground rules for our discussion: 
 

 There are no right and wrong answers.  Remember, we don't work for any state agency 
including the Health Department, so please tell us what you honestly think. 

 
 It is OK to disagree with one another.  We want to hear everyone's point of view.  If you 

disagree, please do so respectfully.  
 

 Only one person should talk at a time.  We are tape recording this session so that we don't miss 
anything important.  If two people talk at once, we can't understand what anyone is saying.  
We may remind you of this during the group. 

 
 We would like everyone to participate.  But, you each don't have to answer every question.  If, 

however, some of you are shy or I really want to know what you think about a particular 
question, I may call on you. 

 
 We have a lot that we want to talk about tonight and we are more interested in some aspect of 

topics than others.  So, don't be surprised if at some point we interrupt the discussion and 
move to another topic.  But, don't let us cut you off.  If there is something important you want 
to say, let us know and you can add your thoughts in before we change subjects. 

 
 For tonight’s discussion we want to focus on services for children with special health care 

needs. If the group starts to talk about other issues, we may remind you to stay on topic. 
 

 We will be using first names only today.  Everything you say is confidential.  After we 
conduct several of these group discussions across the state, we will write a report to the 
Pennsylvania Department of Health.  Your name will not appear anywhere in the report.  What 
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you say today will not be attached to your name at any point.  Nothing that you say will affect 
your eligibility for or the health services you currently receive. 

 
 We really want to learn from you and find out what you think about the issues we talk about.  

Please tell us your honest opinions. 
 

 We want to make a couple more points related to the tape recording.  Please speak up.  If you 
speak too quietly, it will be too hard to hear you later on the tape.  Also, please don't bump the 
table or tap your hands on the table.  Anything close to the microphones sounds incredibly 
loud later on and it will drown out your voices.  

 
 _________ is taking notes in case the tapes don't come out clearly and she will be handling the 

tape recorders.  At the end of the session, she will provide a brief summary of what you all 
said tonight, so that you can correct anything we have misunderstood or clarify important 
points. 

 
The group will last an hour and a half to two hours.  You will not get out any later than 
_______.  We will not be taking a formal break.  If you need to leave for a restroom break, the 
bathrooms are _____________.   
 
If someone unexpectedly came with a child and on-site child care was not arranged in 
advance:  If your child begins to get too noisy, please take them out of the room until they are 
quiet again.  Then, come back into the room.  Again, with tape recording, we need to keep the 
room relatively quiet. 
 
At the end of the session, we will give you a $40 gift card for your time.  We will also ask you 
to complete a short anonymous survey. 
 
 
Let's get started.  I'd like to start out by going around the table and having each of you tell us a 
little about yourself.  Again, my name is _____.   
 
 
Start with the participant to your right.  Have them respond in round robin fashion. 

 
I. CURRENT UTILIZATION OF HEALTH SERVICES.           (20 MINUTES) 
 

1. Please tell me your name.  We are particularly interested in your experiences 
caring for your child with special needs (child with a chronic health or 
disabling condition) so would you tell us: 1) the age of that child; 2) the nature 
of your child's special health care need; 3) and if you have a primary care 
provider for this child.  

 
2. For your child or teen with a special health care need, when was the last time 

you took him or her to the doctor and what was the reason for the visit? 
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- Thinking back over the last year or so, what was the usual reason for taking 
your child to the doctor? (either your regular doctor - PCP - or a specialist). 

 
3. When you take your child to the doctor (for any reason) what about the visit is 

most important to you?  Tell me if the doctor you are describing is your PCP or 
a specialist. 

 
    (check for differences in type of provider) 
 
    - being seen quickly 
    - getting information 
    - feeling that the doctor understands my child's condition 
    - getting reassurance about your child's health 
    - other? 
  

4. Besides your child's primary/regular doctor, what are the other health care 
providers that you have used for your child/teen in the last year? 

  
   - specific medical specialists 
   - OT, PT, Speech therapist 
   - dentist 
   - counselor, mental health 
   - walk-in clinics* 
   - emergency room* 
   - local public health department* 
   - other  (eye care, hearing, etc) 
 

5.  What, if any, difficulty did you encounter in trying to find or use any of these 
services?  (probe specifically for dental care) 

 
6. Are there particular treatments or health care services your child needed but did 

not get in the past year? 
 

- specific medical specialists 
- OT, PT, Speech therapist 
- dentist 
- counselor, mental health 
- prescription medications 
 

7.  What prevented you from obtaining those services or treatments? 
 

- payment/insurance issues 
- transportation 
- locating a provider 
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II SUPPORT SERVICES – NEED, ACCESS AND UTILIZATION (20 MINUTES) 
  
Let’s talk a bit about other services your family may have needed for your child with special 
needs in the past year, such as respite care, transportation, social work services, care 
coordination, day care or special education.   
 

8.  Besides the health care services we discussed in the previous section, what 
other services have been needed for your child in the last year? 

 
  -special education 
  -medical care at school 
  -respite care 
  -care coordination 

-transportation services 
-social work services 
-day care 
-transition services? 

  
9.  What, if any, difficulty did you encounter in trying to find or use any of these 
services?  (probe specifically for dental care) 

 
 

10.  Are there support services your child or family needed but did not get in the past 
year? 

 
 
11. What prevented you from obtaining these services? 

 
- finding a provider 
- payment issues 
- transportation 
- coordination issues 

 
PROBE:  What other kinds of support services are needed in your community? 

 
 
III. SOURCES OF HEALTH INFORMATION AND REFERRALS   (15 MINUTES) 
     
 

12. Where do you generally get information about health issues and services for 
your children with special needs?  

 
 

13.      What kind of information do you get from these sources? (probe kinds of   
    info gotten from each source mentioned) 
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PROBE:  What do you think are the issues and services that parents like you 
need the most information and guidance?  

 
14.  Thinking back to when your child’s condition was first diagnosed, where did 

you get information about the services and treatment your child may need or be 
eligible for? 

 
15. Thinking about the providers and services your child uses now, how did you 

find out about those providers/services? 
 

PROBE:  What other resources exist in your community to help parents 
find out about the services that are available for their children? 

    
 
III. WELL CARE FOR CSHCN              (15MINUTES)                                  
 
I’d like to talk now about the idea of “preventive care” or “well-care” services for children 
with special health care needs. 
 

16. Tell me about the prevention/check-up schedules you follow with your child or 
teen who has special needs.  (How are getting physicals, immunizations 
managed for this child/teen? - check for age differences) 

 
 

17. What do you think are the benefits of taking your child with special health care 
needs for well-child visits?   

 
 
 18. What makes it hard to take your child or teen for well care? 
 
  Probes: 

-if give  a "can't pay for it" response - ask what insurance they have? 
-for attitude of health care providers- PCP & specialists. 

                                   -for sense of relevance of preventive care perceived by parent. 
 
 

19. What would make it easier to take your child for well care? 
 
 
 
IV . OVERALL CONCERNS       (10 MINUTES) 
 

Before we wrap up tonight, I’d like to talk about what concerns you most about caring 
for your child with special needs and what is working well (in terms of access/using 
services). 
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20. What would you say is the most serious problem/concern you have regarding 
caring for your child with special needs? 
 

 
21. What is one thing that you feel is working really well in helping meet the needs of 

your child and your needs in caring for your child? 
 
 
V. CLOSING                                                      (10 MINUTES) 
 
Thank you very much for coming.  We enjoyed the discussion and have learned a lot. 
 

22. Is there anything I haven't asked regarding services for children with special 
needs that you would like to tell me about? 

 
 

 Ask participants if they have any brief comments or questions.  Stress 
that we don't have much time left. 

 
 Have participants complete short demographic form. 

 
 Pass out the envelopes with the gift cards and ask them to sign a sheet 

saying they got their card. 
 

 Encourage them to take home whatever food remains.  
 

 After participants leave, debrief with the co-moderator while the tape 
recorder is on. 
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Pennsylvania Family  
(Hispanic-Pregnancy/Parents of Young Children) 

 MCH Focus Group 
Moderator's Guide 

 
 

I. WELCOME/BACKGROUND INFO     
 
Welcome to our group discussion.  Thank you for taking the time to participate in our focus 
group discussion about young children.   My name is _________; I am here with my 
colleague _________and we work for Health Systems Research. Inc. based in Washington, 
DC.  Our company is helping the Pennsylvania Department of Health, Bureau of Family 
Health to learn more about what families in Pennsylvania think about services for pregnant 
women, young children, and families—this includes what needs you had while pregnant and 
in raising your children, the services that are available and those that you need but are not 
available.  Your experiences and ideas will be included in a statewide needs assessment we 
are conducting for the Health Department on maternal, child and family health issues. We will 
use your ideas to help State agencies and other organizations that work with mothers, 
children, and families improve the way families receive information and services.  
 
The purpose of focus groups is to get the honest opinions of small groups of people about a 
specific topic.  
 
I would like to review the ground rules for our discussion: 

 
• There are no right and wrong answers.  Remember, I do not work for the 

Commonwealth of Pennsylvania, so please tell me your thoughts, whether they 
are positive or negative. 

 
• It is ok to disagree with one another.  We want to hear everyone’s point of 

view.  If you disagree, please do so respectfully.  
 

• Only one person should talk at a time.  We are tape recording this session so 
that we do not miss anything important.  If two people talk at once, we can not 
understand what anyone is saying.  I may remind you of this during the group. 

 
• We would like everyone to participate.  You each do not have to answer every 

question.  If, however, some of you are shy or I really want to know what you 
think about a particular issue, I may ask you about it.  

 
• We have a lot that we want to talk about tonight.  So, do not be surprised if at 

some point I interrupt the discussion and move to another topic.  But, do not let 
me cut you off.  If there is something important you want to say, let me know 
and you can add your thoughts in before we change subjects. 
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• We will be using first names only today.  Everything you say is confidential.  
After we conduct several of these group discussions across the state, we will 
write a report for the Pennsylvania Department of Health.  Your name will not 
appear anywhere in the report. What you say today will not be attached to your 
name at any point.  Nothing that you say will affect your eligibility for or the 
services you receive through any of the programs we talk about today.   

 
• Do not worry about offending us.  We really want to learn from you and find 

out what you think about the issues we talk about tonight.  Please tell us your 
honest opinions. 

 
• I want to make a couple more points related to the tape recording.  Please 

speak up.  If you speak too quietly, it will be too difficult to hear you later on 
the tape.  Also, please do not bump the table or tap your hands on the table.  
Anything close to the microphones sounds incredibly loud on the tape and it 
will drown out your voices.  ________  is also taking notes in case the tapes do 
not come out clearly and she will be handling the tape recorders.  

 
 
The group will last two hours.  You will not get out any later than _______.  We will not be 
taking a formal break, but if you need to leave for a restroom break, the bathrooms are 
_____________.   
 
(If someone unexpectedly came with a child and on-site child care was not arranged in 
advance:  If your child begins to get too noisy, please take them out of the room until they are 
quiet again.  Then, come back into the room.  Again, with tape recording, we need to keep the 
room relatively quiet.) 
 
At the end of the session, we will give you a gift card in appreciation for sharing your time 
and expertise with us. We will also ask you to complete a short anonymous survey. 
 
 
II.   INTRODUCTIONS        
 
Let’s get started. Remember our primary focus tonight is on pregnancy care and caring for 
young children under five.  
 
Start with the participant to your right. Have them respond in round robin fashion. 
 

Please tell me your name, what country you are from, how long you’ve been living in 
the (continental) U.S., how many children you have, and their ages.  
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III.   FOCUS GROUP QUESTIONS 
 
A. Prenatal Care  
 

 I would like to begin our discussion by asking you about your (last) pregnancy 
experience. 
 
7. How did you confirm the pregnancy? 

Probe: 
- Over the counter testing kit 
- Clinic or MD office 
 

8. How far along were you when you went for the first prenatal care visit? 
Probe: 

- Length of time between calling for appointment and obtaining 
appointment 

- Where did you go 
 

9. What influenced your decision to get prenatal care? 
Probe: 
 

- Number of prior pregnancies 
- Not sure where to go 
- Cost 
- Not important 
 

10. What happened at your prenatal visits? 
 

Probe: 
- What care did they get 
- Who took care of them 
- What information about pregnancy and how things would be like 

after the pregnancy were you given – (Listen for breastfeeding 
information) 

- How helpful was the information 
- What benefited them at the visits 
 

11. What would you like to have happened at your prenatal visits? 
 

Probe: 
- What did you need you didn’t get 
 

12. What information about caring for yourself, your newborn and your family did you 
get in the hospital after delivery? 

Probe: 
- Check for differences in types of deliveries and status of infant 
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- What help and support did you get with breastfeeding 
 

7.    What was your post partum care visit like? 
 Probe: 

- Did you go? Why? Why not? 
- What happened at visit 
- What would you have like to have happened at visit? 
 

8. What is the one thing that would have made your prenatal, labor and delivery 
and post partum experience better for you and your family? 
            

B. Overview – Young Children 
 
1. What worries you about caring for and raising young children, that is babies 

and kids up to age 5? 
 

Probe for: 
- Health needs (health insurance, finding a provider, cost of care, 

getting sick, safety issues - getting hurt) 
- Development (are they growing OK?  Issues with eating, temper 

tantrums, sleep) 
- Who will take care of them (childcare arrangements, availability, 

cost, quality) 
- Family relationships (sibling rivalry, stress on family unit, current 

and future financial concerns) 
- Adequacy as a parent 
 

2. What concerns you the most?  Why?  
 
3. Who do you go to for help with these concerns? 

- get at specifics  
 
C. Health Issues 
 

1. Let’s start with health and wellness issues for your young children.    
 

a) Do you have health insurance for your children?  
 

Listen for: Type 
 
Probe for: 
- Problems (premiums, co-pays, deductibles, underinsurance) 
 

b) Are you able to see a doctor or other health provider when you feel you 
need to? 
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Listen for: 
- Issues related to finding, paying, timeliness of availability 
- Other barriers (e.g. transportation) 

 
c) During visits what does the doctor or nurse talk with you about? 
 

Probe for: 
- Child development (age you can expect your child to  

            accomplish a particular task)                 
-    Child rearing (eating, sleeping, play, temper tantrums) 
- Family concerns (stress on parent, sibling rivalry) 
- Does the doctor suggest and/or refer you to other resources 

or services? 
- Importance of regular well child visits/immunizations 
 

d) What kinds of things would you like to discuss with your child’s health 
care provider? 

 
Listen for: 
  
- Health issues, development, parenting advice, resource  

information, family issues, behavioral issues, and level of 
comfort with talking with provider  

 
D. Parenting Issues 
 

Now let’s go on and talk about parenting.                   
 
a) Babies and young children do not come with instructions manuals, let’s 

talk about how and where you learn to be a parent starting with: 
 

Where do you go to for answers about your parenting questions or 
concerns? 
 
 Listen for: 
  -    The concerns named 

- Sources: own parents, other family, doctor, friends,   
parenting books, TV, community agencies, Internet, 
“wing it” 

      
Probe for: 

-  What information or advice they were seeking 
-  How useful was the information or advice 

      -  What made it useful 
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b) What are the child rearing areas and issues where you think parents and 
families need the most information and guidance? 

 
Listen for: 

-  Child’s health, growth and development, behavior 
-  Family issues: individual stress, family stress, family 
relationships 

 
c) What services in your community currently help parents in these areas? 
 

Probe for: 
- What do they look like? 

 
e) What services are needed that aren’t currently available? 

 Probe for:  
  -  What should they look like? 

-  What are some strategies that could be used to help 
parents strengthen their parenting skills? 

 
E. Parenting Support 
 

Caring for little ones, managing a home and supporting a family can be a handful and 
sometimes parents need some help.    

 
a) What kinds of supports do families of young children need? 
 

(Try not to use but if parents get stuck and need some explanation: “these are 
programs or services which help parents raise their children or help with 
particular family issues, including things such as financial issues, stress, 
parent support groups, balancing work and family”)  

   
Listen for: 

 
- How “family support” is defined and described 
 

b) What kinds of supports are currently available to families in your 
community? 

 
c) How could these supports and services be improved? 

 
d) What is the best way to for immigrant families to learn about family 

support issues and services available in the community?  
 

Probe:  Community meetings or lunches? Mailings? The Internet?  
Flyers in doctor’s offices or daycare? 
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F. Perceptions about INS and Health Services 
 

a) How do you think applying for programs like WIC or Medicaid affects 
your chances of becoming a U.S. citizen?  

 
b) Do you think children who are born in the U.S. can get WIC or Medicaid 

even if their parents weren’t born here?  
 

c) Do you think children who were not born in the U.S. can get these 
programs?  

 
d) Have concerns about INS or other citizenship concerns ever made it 

difficult for you to get health services for yourself or your children? 
 
G. Childcare  

 
a)     What have been your experiences in finding and using childcare? 

 
Listen for: 
-    Where do you go for information? 
- Issues related to availability, cost, satisfaction with 
- Differences between kinship care, family care, and center-

based care 
- Differences in finding and using based on age of child 

and/or special needs 
 

b) What do you look for in choosing someone to care for your child? 
 
Listen for: 
 
- Takes whatever can find, can get to childcare, meets needs 

of parent (age of child, hours needed, has transportation 
there) 

 
- Other indicators: staff/child ratio, physical plant, activities,  
      licensed – how do you get this information? 

 
c) What is most important to you when looking for someone or someplace to 

take care of your child? 
    

d) What do you think makes a child care setting a “high quality” child care  
       setting? 
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Summary Issues         
 

1. Thinking about all the areas and services we have discussed, what would make 
it easier for you and your family to: 

 
a) Do a good job raising your children? 
 
b) Feel more confident in raising your children? 

 
c) Find services needed? 

 
Probe for differences: 
- prenatal 
- health info 
- providers 
- support 

 
d) Use services needed? 

 
Probe for: warm lines, info directories, co-located services, Family 
Centers, services connected to church, childcare/Head Start, health 
care,  

 
2. If there were ONE thing you could change about the services available in your 
 community to parents of very young children, what would it be? 
 

                
VI. CLOSING           
 

 Check for questions or follow-up from co-moderator. 
 

 Thank you very much for coming tonight. We enjoyed the discussion and have 
learned a lot from your comments and suggestions.  

 
 Is there anything I haven’t asked about that you would like to tell me related to 

the topics we have discussed? 
 

 Please complete the form with a few questions about you and be sure NOT to 
include your name. Also please sign a receipt for your gift card. 
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Pennsylvania Family  
(Hispanic-Pregnancy/Parents of Young Children) 

 MCH Focus Group 
Spanish-Moderator's Guide 

 
 

I. BIENVENIDA    
 
¡Bienvenidas! Muchas gracias por haber tomado el tiempo de participar en nuestra 
dinámica. Me llamo   _________, y estoy aquí con mi colega _________ y 
trabajamos para Health Systems Research. Inc. con sede en Washington, DC.  
Nuestra empresa le está ayudando a la oficina de servicios sanitarios de la familia 
del departamento de salud del estado de Pennsylvania a informarse acerca que 
opinan familias acerca de los servicios disponibles  para mujeres embarazadas, para 
niños, y familias. Esto incluye servicios que tal vez necesitaba mientras estaban 
embarazadas y mientras criaban sus hijos. Me refiero a servicios disponibles y 
servicios que no existen o no estaban en ese entonces disponibles. Ustedes 
representan a otras familias hispanas así que su rol de hoy es muy importante.  A 
base de sus opiniones y la información que compartan conmigo, se podrá ayudar a 
estos departamentos estadales mejorar tanto los servicios  como la manera de 
difundir la disponibilidad de estos servicios a familias hispanas.  
 
Estas dinámicas usualmente se usan para recopilar opiniones honestas de un 
pequeño grupo de personas acerca de un tema en particular. Estos temas pueden 
variar de lo que la gente piensa sobre un refresco en particular, productos de 
limpieza, o en nuestro caso, servicios brindados por el departamento de sanidad del 
estado de Pennsylvania.  
 
Me gustaría que repasáramos algunas de las reglas generales para nuestra charla: 
 

• No hay respuesta correcta o incorrecta.  Recuerden que yo no trabajo 
para el estado de Pennsylvania, entonces quisiera que me digan todo 
lo que realmente piensan – ya sea lo positivo o lo negativo. 

 
• Está bien en que estén en desacuerdo unos con otros. Queremos 

escuchar el punto de vista de todos. Si están en desacuerdo con algo,  
por favor háganlo respetuosamente.  

 
• Les pido que solo hable una persona a la vez. Estamos grabando esta 

charla para que no se nos pase nada importante. Si tenemos a dos 
personas hablando a la misma vez, no podremos entender que es lo 
que estaban diciendo. Puede que les recuerde esto durante el 
transcurso de la charla. 

 
• Me gustaría que todos participen.  No todos tienen que contestar cada 

una de las preguntas. Pero si alguno de ustedes es tímido(a) o me 
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gustaría saber que es lo que piensan de ese tema en particular, puede 
que se les pregunte.  

 
• Tenemos mucho que cubrir y de que hablar esta noche. Entonces, no 

se sorprendan si en algún momento interrumpo la plática y seguimos 
con otro tema. Pero no dejen que les corte el pensamiento. Si hay 
alguna cosa importante que quieran decir, háganmelo saber para que 
podamos incluir sus pensamientos antes de cambiar de tema.  

 
• Para nuestra plática, solamente estaremos usando su primer nombre. 

Todo lo que digan se mantendrá confidencial. Después de llevar acabo 
varios grupos como este por todo el estado, estaremos enviándole un 
informe al Departamento de Servicios Humanos (Salud) de 
Pennsylvania. Sus nombres no aparecerán en ninguna parte de este 
informe.  Todo lo que mencionen el día de hoy no será identificado con 
su nombre. Nada de lo que mencionen afectará su elegibilidad hacia 
los servicios que reciben por medio de cualquiera de los programas 
que hablemos el día de hoy. 

 
• No se preocupen por ofendernos. Estamos aquí para indagar y 

aprender de ustedes y enterarnos de que es lo que piensan acerca de 
los temas que hablaremos esta noche. Por favor sean honestas con 
sus opiniones. 

 
• Quisiera hacer un par de comentarios relacionados con la grabación. 

Primero que nada, hablen en voz alta. Si hablan muy quedito se me va 
a dificultar escuchar lo que dijeron cuando repase la grabación.  
También, les voy a pedir que no golpeen o le peguen a la mesa.  
Cualquier cosa que este en contacto cercano con los micrófonos 
amplifica el sonido y no se podrán escuchar sus voces.  ________  
también esta tomando apuntes en caso de que nos falle la grabación y 
a la vez estará al mando de las grabadoras.  

 
 
La charla de grupo durará aproximadamente dos horas.  No saldrán mas tarde de las 
_______.  No estaremos tomando ningún descanso formal, pero si necesitan salir 
para usar los baños, estos están ubicados _____________.   
 
(Si alguno de las participantes llegan inesperadamente con un niño y no hay 
cuidado para ellos: Si su niño comienza a inquietarse,  por favor salga del cuarto 
hasta que estén de nuevo más tranquilos. De nuevo, como estamos grabando 
necesitamos que el cuarto de mantenga relativamente callado.) 
 
Al final de la sesión, les otorgaremos una tarjeta con un valor monetario como 
agradecimiento por haber venido esta noche y compartido sus opiniones y tiempo 
con nosotros. También pediremos que llenen un pequeño cuestionario anónimo.  
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II.  INTRODUCCIONES        
 
Comencemos. Acuérdense de que esta noche la charla se enfoca en el cuidado 
prenatal y el cuidado de niños menores de cinco años.   
 
Comenzar con participante a la derecha.   
 

1. Comencemos.  Me gustaría comenzar dándole la vuelta a la mesa y que cada 
uno de ustedes nos diga su nombre, su país de origen, cuantos años lleva 
viviendo aquí, cuantos niños tienen y sus edades, y su pasatiempo favorito.  
(ROTAFOLIO) 

 
 
III.  PREGUNTAS 
 
A. Cuidados prenatales 
 

Quisiera comenzar la charla hablando acerca de su último embarazo.   
1. ¿Cómo confirmó que estaba embarazada? 

Profundizar: 
- Usando una prueba de embarazo comprada en la farmacia  
- Clínica o en un consultorio médico 
 

2. ¿Cuánto tiempo de embarazo llevaba cuando fue a su primera cita 
prenatal?  
Profundizar: 

- ¿Cuánto tiempo llevó entre cuando llamo para hacer la cita y 
cuando le dieron la cita?  

- ¿A dónde fue?  
 

3. ¿Qué influyó su decisión de obtener servicios prenatales?  
Profundizar: 
 

- Número de embarazos anteriores  
- No sabía a donde ir  
- Costo  
- No fue importante 
 

4. Descríbanme lo que sucedió en sus visitas prenatales 
 

Profundizar: 
- ¿Qué tipo de servicios le brindaron? 
- ¿Quién las llevó a la cita? 
- ¿Qué tipo de información acerca el embarazo le brindaron y 

que le informaron acerca de después del embarazo? – 
(Listen for breastfeeding information) 
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- ¿Qué tan beneficiosa le fue la información? 
- ¿De qué forma les ayudaron las citas prenatales?  
 

5. ¿Cómo le gustaría que fueran las citas prenatales? ¿Qué le gustaría que 
sucediera en esas citas?  

 
Profundizar: 

- ¿Hubo algo o alguna información que no obtuvo?  
 

6. ¿Qué tipo de información acerca como cuidarse usted, su recién nacido y 
su familia le brindaron en el hospital después de que dio a luz?  

Profundizar: 
- Chequear por diferencias en tipos de partos y condición del 

recién nacido  
- ¿Qué tipo de ayuda recibió para amamantar?  
 

7.    ¿Qué tal le fue con su visita al médico después del parto?  
 Profundizar: 

- ¿Fue? ¿Por qué sí o por qué no?  
- ¿Qué sucedió durante esa visita?  ¿Descríbanme lo que 

sucedió?  
- ¿Hubo algo que le hubiera gustado que sucediera? ¿Qué le 

hicieran?  
 

8. Pensando en sus citas prenatales, su parto y el cuidado brindado 
después del embarazo, su experiencia prenatal y después que tuvo su 
hijo, que hubiera podido mejorar esa experiencia? ¿Qué le faltó?  

 
            

B. Vision General– Niños pequeños 
 
1. En cuanto la crianza de sus hijos pequeños, o sea hasta la edad de 

cinco años,  ¿qué es lo que más le preocupa?  
 

Profundizar: 
- Necesidades médicas y de salud (seguro médico, localizar 

un proveedor médico, costo de la atención médica, 
enfermarse, asuntos de seguridad – que se vayan a lesionar) 

- Desarrollo del niño (¿desarrollo típico?  Asuntos de 
alimentación, berrinches, el dormir) 

- Quien los va cuidar (guardería, la disponibilidad de 
“childcare” costo, calidad) 

- Relaciones familiares (relación entre los hermanos, estrés de 
la unidad familiar, preocupaciones económicas del presente y 
del futuro) 

- Capacidad de los padres 
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2. ¿Qué le preocupa más?  ¿Por qué?  
 
3.     ¿A dónde acuden para ayuda u orientación con estas preocupaciones?  

- pedir que le especifiquen.   
 
 
C. Asuntos relacionados con la salud 
 

1. Comencemos con la salud y atención médica de prevención de sus niños 
pequeños.      

 
a) ¿Tienen sus niños pequeños seguro médico?  
 

Escuchar por: ¿Qué tipo? 
 
Profundizar: 
- Problemas con las mensualidades, copagos, deducibles, no 

le cubren todo  
 

b) ¿Sienten ustedes que pueden ver al médico que lo necesitan?   
 
Escuchar por: 

- Asuntos relacionados con localizar un proveedor, de 
pago, de disponibilidad cuando le necesitan  

- Otras barreras (e.g. transporte) 
 

c) En sus visitas, ¿de qué le hablan los doctores y las enfermeras?  
 

Profundizar: 
Desarrollo del niño (la edad apropiada en que el niño debe 
hacer ciertas tareas)                 

-    Crianza los niños (la alimentación, el dormir, el jugar, 
berrinches) 

- Preocupaciones de la familia (estrés de los padres, 
entre los hermanos) 

- ¿Quisiera saber si el médico le sugiere y le refiere a 
otros servicios?  

- La importancia de chequeos de control y vacunas de 
niños.  

 
d) ¿Qué son los temas que les gustaría conversar con el médico 

acerca de sus hijos?  
 

Escuchar por: 
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Temas relacionados con la salud, el desarrollo, 
consejos de crianza, fuentes de información, temas 
familiares, y el confort y confianza que tienen con el 
proveedor médico para hablar acerca de estos temas.  

 
C. Asuntos relacionados con la crianza 
 

Ahora hablaremos acerca de la crianza 
 
a) Los bebés y los niños no vienen al mundo con un manual del 

usuario. Así que quisiera conversar acerca de cómo y a dónde 
se informan ustedes cuando tienen dudas o preguntas acerca la 
crianza. 

 
¿A dónde van o como se informan? 
 
 Escuchar por: 
  -    las inquietudes que nombran 

- fuentes: propios padres, otros parientes, 
doctores, amistades, libros de crianza, tele, 
agencias comunitarias, Internet, ellos mismos  

      
Profundizar: 

-  ¿Qué tipo de información o consejos buscan?  
- ¿Qué tan útil o beneficiosa fue la información 

brindada?  
      -  ¿Por qué fue la información útil?  

 
b) ¿Cuáles son las áreas o temas en los cuales padres y familias 

necesitan orientación e información?  
 

Escuchar por: 
-  la salud del niño, desarrollo y crecimiento, 
comportamiento  
-  Asuntos de familia: estrés del individuo, estrés de 
la familia, relaciones familiares  

 
c) ¿Cuáles son los servicios comunitarios que actualmente orientan 

a padres en estas áreas?  
 

Profundizar: 
- ¿Cómo son los servicios? 

 
 d) ¿Cuáles son los servicios que serían beneficiosos para padres 
  como ustedes pero que actualmente no son brindados?  

 Profundizar:  
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  -  ¿Cómo deberían ser estos servicios? 
-  ¿Cuáles son algunas de la tácticas que podrían 
ayudar a los padres desarrollar sus habilidades y 
conocimientos de la crianza?  

 
 

D. Apoyo a los padres  
 

El  criar hijos, mantener un hogar y una familiar puede ser difícil y  abrumante; 
a veces padres podrían beneficiarse de alguna ayuda.     

 
a) ¿Qué tipo de apoyo necesitan familias de niños pequeños?  
 

(Try not to use but if parents get stuck and need some explanation: 
“these are programs or services which help parents raise their children 
or help with particular family issues, including things such as financial 
issues, stress, parent support groups, balancing work and family”)  

   
Escuchar por: 

 
- Cómo definen y describen al término de apoyo familiar  
 

b) ¿Qué tipo de apoyo para familias existe actualmente en su 
comunidad? 

 
c) ¿Cómo podrían mejorar estos servicios y apoyos? 

 
d) ¿Cuál es la mejor manera para que familias inmigrantes 

aprendan acerca servicios de apoyo disponibles dentro de sus 
comunidades?  

 
Profundizar:  ¿Reuniones o almuerzos? ¿Por correo postal? 
¿Por el Internet? ¿Volantes en las clínicas o en las guarderías?  

 
 
E. Percepciones de la inmigración y servicios de salud  
 

a) ¿Cree que el solicitar ayuda de programas como el de WIC o 
Medicaid le afecta su chance de hacerse ciudadano americano?  
¿De qué manera?  

 
b) ¿Cree que niños nacidos dentro de los Estados Unidos pueden 

obtener servicios del WIC o de Medicaid aun si sus padres 
nacieron fuera de los Estados Unidos?  

 
c) ¿Cree que niños nacidos fuera de los Estados Unidos tienen 

derecho a estos servicios?  
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d) ¿Cree que sus inquietudes acerca la inmigración o acerca de la 

ciudadanía le ha prevenido obtener servicios para usted o para 
sus hijos?  

 
F. Guardería infantil 

 
a)     ¿Qué tal han sido sus experiencias en localizar y usar servicios 

 de guardería infantil?  
 

Escuchar por: 
-    ¿A dónde se informaron? 
- Inquietudes acerca la disponibilidad, el costo, 

satisfacción 
- Diferencias entre cuidado brindado por un familiar, una 

guaderia en una casa de familia (con licencia) o un 
centro de guardería infantil, 

- Diferencias de localizar y usar un servicio de guardería 
basado en la edad del niño o necesidades especiales 
del niño  

 
b) ¿Cuáles son las cualidades que buscan en una persona que les va 

cuidar a sus hijos?  
Escuchar por: 
- Participante acepta lo que encuentra, que sea 

accesible, llena los requisitos de los padres (edad del 
nino, horas disponibles, tiene transporte)  

Otros factores: la proporción del personal a los niños, el 
estado físico del local, actividades, licencias – a donde 
obtienen esta información?  

 
c) Para usted, ¿qué es lo más importante cuando busca a una 

persona o a un sitio para que le cuide a su hijo?  
    

Para usted, ¿cómo describiría a una guardería de alta calidad?  
¿Cuáles son los factores que determinan que una guardería sea de alta 
calidad?  

 
 

Resumen         
 

1. Pensando en las áreas y temas que hemos tratado esta tarde, ¿cómo 
pudiera el departamento de sanidad -  

 
a) ¿Ayudarle a hacer una buena labor en criar sus hijos?  
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b) ¿Proporcionarle más confianza/conocimiento para criar sus 
hijos?  

c) ¿Localizar los servicios que necesitan? 
 

Profundizar para escuchar diferencias entre: 
- lo prenatal 
- información de la salud  
- proveedores 
- apoyo 

 
d) ¿Usar los servicios necesitados? 

 
Profundizar: líneas telefónicas sin cobrar ( 1 800), guías de 
información,  servicios de varias agencias disponibles en un solo 
local, centros de familia, servicios vinculados con la iglesia, 
guardería/Head Start, atención medica  

 
 2. Si existe una cosa que usted podría cambiar de los servicios  
  disponibles en su comunidad para padres de niños pequeños, ¿qué 
  sería?  
 

                
VII. CIERRE          

• Chequear con observantes por otras preguntas. 
 
• Muchísimas gracias por haber venido esta noche.  Hemos aprendido 

mucho con sus opiniones y comentarios.  
 
• ¿Hay algo más que desean compartir conmigo acerca sus experiencias 

u opiniones? 
 
• Por favor llenen el formulario y les ruego que no escriban su nombre 

sobre el formulario. Pero si les pido que firmen por la tarjeta.   
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General Acute Care Hospitals 
 

1. Abington Memorial Hospital 
 Abington  Pa  19001 
 
2. Albert Einstein Medical Center 
 Philadelphia  Pa  19141 
 
3. Aliquippa Community Hospital 
 Aliquippa  Pa   15001 
 
4. Allegheny General Hospital 
 Pittsburgh  Pa   15212 
 
5. Alle-Kiski Medical Center 
 Natrona  Pa   15065 
 
6. Altoona Regional Health System 
 Altoona  Pa   16601 
 
7. Armstrong County Memorial 
 Kittanning  Pa  16201 
 
8. Ashland Regional Medical Ctr 
 Ashland  Pa  17921 
 
9. Barix Clinics Of Pennsylvania, Llc 
 Langhorne  Pa   19047 
 
10. Barnes-Kasson County Hospital 
 Susquehanna  Pa   18847 

 
11. Berwick Hospital Center 
 Berwick  Pa  18603 

 
12. Bloomsburg Hospital 
 Bloomsburg  Pa  17815 

 
13. Bradford Regional Medical Ctr 
 Bradford  Pa   16701 
 
14. Brandywine Hospital 
 Coatesville  Pa   19320 
 
15. Brookville Hospital 
 Brookville  Pa   15825 
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16. Brownsville General Hospital 
 Brownsville  Pa   15417 

 
17. Butler Memorial Hospital 
 Butler  Pa   16001 

 
18. Canonsburg General Hospital 
 Canonsburg  Pa   15317 
 
19. Carlisle Regional Medical Center 
 Carlisle  Pa   17013 
 
20. Central Montgomery Medical Center 
 Lansdale  Pa   19446 
 
21. Chambersburg Hospital 
 Chambersburg  Pa   17201 
 
22. Charles Cole Memorial Hospital 
 Coudersport  Pa   16915 
 
23. Chester County Hospital 
 West Chester  Pa   19380 
 
24. Chestnut Hill Hospital 
 Philadelphia  Pa   19118 
 
25. Clarion Hospital 
 Clarion  Pa   16214 
 
26. Clearfield Hospital 
 Clearfield  Pa   16830 
 
27. Community Medical Center 
 Scranton  Pa   18510 
 
28. Conemaugh Valley Memorial Hosp 
 Johnstown  Pa   15905 
 
29. Corry Memorial Hospital 
 Corry  Pa   16407 
 
30. Crozer Chester Medical Center 
 Upland  Pa   19013 
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31. Delaware Co Memorial Hospital 
 Drexel Hill  Pa   19026 
 
32. Divine Providence Hosp 
 Williamsport  Pa   17701 
 
33. Doylestown Hospital 
 Doylestown  Pa   18901 
 
34. Dubois Regional Medical Ctr 
 Dubois  Pa   15801 
 
35. Easton Hospital 
 Easton  Pa   18042 
 
36. Edgewood Surgical Hospital 
 Transfer  Pa   16154 
 
37. Elk Regional Health Center 
 Saint Marys  Pa   15857 
 
38. Ellwood City Hospital 
 Ellwood City  Pa   16117 
 
39. Ephrata Community Hosp 
 Ephrata  Pa   17522 
 
40. Evangelical Community Hosp 
 Lewisburg  Pa   17837 
 
41. Forbes Regional Hosp 
 Monroeville  Pa   15146 
 
42. Frankford Hospital 
 Philadelphia  Pa   19114 
 
43. Frick Hospital 
 Mount Pleasant  Pa   15666 
 
44. Geisinger Medical Ctr 
 Danville  Pa   17822 
 
45. Geisinger Wyoming Valley 
 Wilkes Barre  Pa   18711 
 
46. Gettysburg Hospital 
 Gettysburg  Pa   17325 
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47. Girard Medical Center 
 Philadelphia  Pa   19122 
 
48. Gnaden Huetten Memorial Hospital 
 Lehighton  Pa   18235 
 
49. Good Samaritan Hospital 
 Lebanon  Pa   17042 
 
50. Good Samaritan Regional Med Ctr 
 Pottsville  Pa   17901 
 
51. Graduate Hospital 
 Philadelphia  Pa   19146 
 
52. Grand View Hospital 
 Sellersville  Pa   18960 
 
53. Greene County Memorial Hospital 
 Waynesburg  Pa   15370 
 
54. Hahnemann University Hospital 
 Philadelphia  Pa   19102 
 
55. Hamot Medical Center 
 Erie  Pa   16550 
 
56. Hanover Hospital 
 Hanover  Pa   17331 
 
57. Hazleton General Hospital 
 Hazleton  Pa   18201 
 
58. Hazleton St. Joseph Medical Center 
 Hazleton  Pa   18201 
 
59. Healthsouth Nittany Valley Rehabilitation Hospital 
 Pleasant Gap  Pa   16823 
 
60. Heart Of Lancaster Regional Medical Center 
 Lititz  Pa   17543 
 
61. Highlands Hospital 
 Connellsville  Pa   15425 
 
62. Holy Redeemer Hosp & Med Ctr 
 Meadowbrook  Pa   19046 
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63. Holy Spirit Hospital 
 Camp Hill  Pa   17011 
 
64. Hosp Of Fox Chase Cancer Ctr 
 Philadelphia  Pa   19111 
 
65. Hosp Of The Univ Of Pa 
 Philadelphia  Pa   19104 
 
66. Indiana Regional Medical Center 
 Indiana  Pa   15701 
 
67. J C Blair Memorial Hosp 
 Huntingdon  Pa   16652 
 
68. Jameson Memorial Hospital 
 New Castle  Pa   16105 
 
69. Jeanes Hospital 
 Philadelphia  Pa   19111 
 
70. Jefferson Regional Medical Center 
 Pittsburgh  Pa   15236 
 
71. Jennersville Regional Hospital 
 West Grove  Pa   19390 
 
72. Kane Community Hospital 
 Kane  Pa   16735 
 
73. Kensington Hospital 
 Philadelphia  Pa   19122 
 
74. Lancaster General Hospital 
 Lancaster  Pa   17604 
 
75. Lancaster Regional Medical Ctr 
 Lancaster  Pa   17604 
 
76. Latrobe Area Hospital 
 Latrobe  Pa   15650 
 
77. Lehigh Valley Hospital 
 Allentown  Pa   18105 
 
78. Lehigh Valley Hospital - Muhlenberg 
 Bethlehem  Pa   18017 
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79. Lewistown Hospital 
 Lewistown  Pa   17044 
 
80. Lifecare Hospitals Of Pittsburgh 
 Pittsburgh  Pa   15221 
 
81. Lock Haven Hospital 
 Lock Haven  Pa   17745 
 
82. Magee Womens Hospital Of Upmc Health System 
 Pittsburgh  Pa   15213 
 
83. Main Line Hospital -  Paoli 
 Paoli  Pa   19301 
 
84. Main Line Hospital Bryn Mawr 
 Bryn Mawr  Pa   19010 
 
85. Main Line Hospital Lankenau 
 Wynnewood  Pa   19096 
 
86. Marian Community Hosp 
 Carbondale  Pa   18407 
 
87. Meadville Medical Center 
 Meadville  Pa   16335 
 
88. Medical Center Beaver Pa 
 Beaver  Pa   15009 
 
89. Memorial Hospital York 
 York  Pa   17403 
 
90. Memorial Hospital, Inc. Towanda 
 Towanda  Pa   18848 
 
91. Mercy Fitzgerald Hospital 
 Darby  Pa   19023 
 
92. Mercy Hospital Of Philadelphia 
 Philadelphia  Pa   19143 
 
93. Mercy Hospital Of Pittsburgh 
 Pittsburgh  Pa   15219 
 
94. Mercy Hospital Scranton 
 Scranton  Pa   18501 
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95. Mercy Hospital Wilkes Barre 
 Wilkes Barre  Pa   18765 
 
96. Mercy Jeannette Hospital 
 Jeannette  Pa   15644 
 
97. Mercy Suburban Hosp Norristown 
 Norristown  Pa   19401 
 
98. Mid-Valley Hospital 
 Peckville  Pa   18452 
 
99. Millcreek Community Hosp 
 Erie  Pa   16509 
 
100. Milton S Hershey Medical Ctr 
 Hershey  Pa   17033 
 
101. Miners Medical Center 
 Hastings  Pa   16646 
 
102. Monongahela Valley Hosp 
 Monongahela  Pa   15063 
 
103. Monsour Medical Center 
 Jeannette  Pa   15644 
 
104. Montgomery Hospital 
 Norristown  Pa   19401 
 
105. Moses Taylor Hospital 
 Scranton  Pa   18512 
 
106. Mount Nittany Medical Center 
 State College  Pa   16803 
 
107. Nason Hospital 
 Roaring Spring  Pa   16673 
 
108. Nazareth Hospital 
 Philadelphia  Pa   19152 
 
109. Ohio Valley General Hosp 
 Mckees Rocks  Pa   15136 
 
110. Palmerton Hospital 
 Palmerton  Pa   18071 
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111. Pennsylvania Hosp Of The Univ Of Pa Health Sys 
 Philadelphia  Pa   19107 
 
112. Philipsburg Area Hospital 
 Philipsburg  Pa   16866 
 
113. Phoenixville Hospital Company, Llc 
 Phoenixville  Pa   19460 
 
114. Pinnacle Health Hospitals 
 Harrisburg  Pa   17105 
 
115. Pocono Medical Center 
 East Stroudsburg  Pa   18301 
 
116. Pottstown Memorial Medical Center 
 Pottstown  Pa   19464 
 
117. Pottsville Hosp & Warne Clinic 
 Pottsville  Pa   17901 
 
118. Punxsutawney Area Hosp 
 Punxsutawney  Pa   15767 
 
119. Reading Hosp And Medical Ctr 
 Reading  Pa   19603 
 
120. Riddle Memorial Hosp 
 Media  Pa   19063 
 
121. Robert Packer Hospital 
 Sayre  Pa   18840 
 
122. Roxborough Memorial Hosp 
 Philadelphia  Pa   19128 
 
123. Sacred Heart Hospital 
 Allentown  Pa   18102 
 
124. Saint Vincent Health Center 
 Erie  Pa   16544 
 
125. Sempercare Hospital At Upmc, Inc. 
 Pittsburgh  Pa   15213 
 
126. Sewickley Valley Hospital 
 Sewickley  Pa   15143 
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127. Shamokin Area Community Hosp 
 Coal Township  Pa   17866 
 
128. Sharon Regional Health System 
 Sharon  Pa   16146 
 
129. Soldiers & Sailors Mem Hosp 
 Wellsboro  Pa   16901 
 
130. Somerset Hosp Ctr For Health 
 Somerset  Pa   15501 
 
131. St Agnes Long Term Care Hospital 
 Philadelphia  Pa   19145 
 
132. St Clair Memorial Hosp 
 Pittsburgh  Pa   15243 
 
133. St Joseph Medical Ctr 
 Reading  Pa   19603 
 
134. St Joseph's Hospital 
 Philadelphia  Pa   19130 
 
135. St Luke's Hospital Bethlehem 
 Bethlehem  Pa   18015 
 
136. St Luke's Quakertown Hosp 
 Quakertown  Pa   18951 
 
137. St Mary Medical Ctr 
 Langhorne  Pa   19047 
 
138. St. Luke's Miners Memorial Hospital 
 Coaldale  Pa   18218 
 
139. Sunbury Community Hosp 
 Sunbury  Pa   17801 
 
140. Temple East 
 Philadelphia  Pa   19134 
 
141. Temple Lower Bucks Hosp 
 Bristol  Pa   19007 
 
142. Temple University Hospital 
 Philadelphia  Pa   19140 
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143. Thomas Jefferson Univ Hosp 
 Philadelphia  Pa   19107 
 
144. Titusville Area Hospital 
 Titusville  Pa   16354 
 
145. Tyler Memorial Hospital 
 Tunkhannock  Pa   18657 
 
146. Uniontown Hospital 
 Uniontown  Pa   15401 
 
147. United Community Hospital 
 Grove City  Pa   16127 
 
148. University Of Pennsylvania Medical Center -    Presbyterian 
 Philadelphia  Pa   19104 
 
149. Upmc Bedford 
 Everett  Pa   15537 
 
150. Upmc Braddock 
 Braddock  Pa   15104 
 
151. Upmc Horizon 
 Greenville  Pa   16125 
 
152. Upmc Lee Regional Hosp 
 Johnstown  Pa   15901 
 
153. Upmc Mckeesport 
 Mc Keesport  Pa   15132 
 
154. Upmc Northwest - Seneca 
 Seneca  Pa   16346 
 
155. Upmc Passavant 
 Pittsburgh  Pa   15237 
 
156. Upmc Passavant Cranberry 
 Cranberry Twp  Pa   16066 
 
157. Upmc Presbyterian Shadyside 
 Pittsburgh  Pa   15213 
 
158. Upmc South Side 
 Pittsburgh  Pa   15203 
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159. Upmc St Margaret 
 Pittsburgh  Pa   15215 
 
160. Warminster Hospital 
 Warminster  Pa   18974 
 
161. Warren Dental Arts Hosp 
 Warren  Pa   16365 
 
162. Warren General Hospital 
 Warren  Pa   16365 
 
163. Washington Hospital, The 
 Washington  Pa   15301 
 
164. Wayne Memorial Hospital 
 Honesdale  Pa   18431 
 
165. Waynesboro Hospital 
 Waynesboro  Pa   17268 
 
166. Western Pennsylvania Hospital 
 Pittsburgh  Pa   15224 
 
167. Westmoreland Regional Hosp 
 Greensburg  Pa   15601 
 
168. Williamsport Hospital & Med Ctr 
 Williamsport  Pa   17701 
 
169. Wills Eye Hospital 
 Philadelphia  Pa   19107 
 
170. Windber Hospital 
 Windber  Pa   15963 
 
171. Woman's Medical Hospital 
 Philadelphia  Pa   19129 
 
172. Wvhcs Hospital 
 Wilkes-Barre  Pa   18764 
 
173. York Hospital 
 York  Pa   17405 
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Critical Access Hospitals 
 
1. Bucktail Medical Center 
 Renovo  Pa   17764 
 
2. Fulton County Medical Ctr 
 Mcconnellsburg  Pa   17233 
 
3. Jersey Shore Hospital 
 Jersey Shore  Pa   17740 
 
4. Meyersdale Community Hosp 
 Meyersdale  Pa   15552 
 
5. Montrose General Hospital 
 Montrose  Pa   18801 
 
6. Muncy Valley Hospital 
 Muncy  Pa   17756 
 
7. Troy Community Hospital 
 Troy  Pa   16947 
 
8. Tyrone Hospital 
 Tyrone  Pa   16686 
 
 
Long Term Acute Care Hospitals 
 
1. Allentown Specialty Hospital 
 Allentown  Pa   18105 
 
2. Healthsouth Rehab Hosp Of Greater Pitt 
 Monroeville  Pa   15146 
 
3. Healthsouth Rehab Hospital For Special Services 
 Mechanicsburg  Pa   17055 
 
4. Kindred Hospital - Delaware County 
 Darby  Pa   19023 
 
5. Kindred Hospital - Philadelphia 
 Philadelphia  Pa   19111 
 
6. Kindred Hospital - Pittsburgh 
 Oakdale  Pa   15071 
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7. Kindred Hospital - Wyoming Valley 
 Wilkes Barre  Pa   18764 
 
8. Kindred Hospital At Heritage Valley 
 Beaver  Pa   15009 
 
9. Mercy Special Care Hosp 
 Nanticoke  Pa   18634 
 
10. Scci Hospital - Harrisburg 
 Harrisburg  Pa   17105 
 
11. Scci Hospital Easton 
 Easton  Pa   18042 
 
12. Select Specialty Hospital –  
 Central Pennsylvania (Camp Hill) 
 Camp Hill  Pa   17011 
 
13. Select Specialty Hospital -  
 Central Pennsylvania (York) 
 York  Pa   17405 
 
14. Select Specialty Hospital - Johnstown 
 Johnstown  Pa   15905 
 
15. Select Specialty Hospital  Of Greensburg 
 Greensburg  Pa   15601 
16. Select Specialty Hospital-Pittsburgh 
 Pittsburgh  Pa   15219 
 
17. Select Specialty Hospital-Danville 
 Bush & Geisinger 
 
18. Select Specialty Hosptial -  Erie 
 Erie  Pa   16550 
 
19. Sempercare Hospital Of Lancaster 
 Lancaster  Pa   17604 
 
20. Sempercare Of Mckeesport, Inc. 
 Mc Keesport  Pa   15132 
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Children’s Hospitals 
 
1. Childrens Home Of Pittsburgh 
 Pittsburgh  Pa   15232 
 
2. Childrens Hospital Of Philadelphia 
 Philadelphia  Pa   19104 
 
3. Childrens Hospital Of Pittsburgh 
 Pittsburgh  Pa   15213 
 
4. Childrens Institute Of Pittsburgh 
 Pittsburgh  Pa   15217 
 
5. Shriners Hospitals For Children - Phila 
 Philadelphia  Pa   19104 
 
6. Shriners Hospitals For Children Erie 
 Erie  Pa   16505 
 
7. St Christophers Hosp For Children 
 Philadelphia  Pa   19134 
 
8. Temple University Childrens Med Ctr 
 Philadelphia  Pa   19140 
 
 
Rehab Hospitals 
 
1. Allied Svcs Institute Of Rehab 
 Scranton  Pa   18501 
 
2. Angela Jane Pavilion  Rehabilitation Hospital 
 Philadelphia  Pa   19152 
 
3. Bryn Mawr Rehab Hospital 
 Malvern  Pa   19355 
 
4. Chestnut Hill Rehab Hospital 
 Wyndmoor  Pa   19038 
 
5. Eagleville Hospital 
 Eagleville  Pa   19408 
 
6. Geisinger Healthsouth Rehabilitation Hospital 
 Danville  Pa   17821 
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7. Good Shepherd Rehabilitation Hospital 
 Allentown  Pa   18103 
 
8. Good Shepherd Rehabilitation Hospital - Bethlehem 
 Bethlehem  Pa   18017 
 
9. Healthsouth Harmarville Rehab 
 Pittsburgh  Pa   15238 
 
10. Healthsouth Rehab Hosp Of Altoona 
 Altoona  Pa   16602 
 
11. Healthsouth Rehab Hosp Of Erie Inc 
 Erie  Pa   16507 
 
12. Healthsouth Rehab Hosp Of Mechanicsburg 
 Mechanicsburg  Pa   17055 
 
13. Healthsouth Rehab Hosp Of Reading 
 Reading  Pa   19607 
 
14. Healthsouth Rehab Hosp Of York 
 York  Pa   17404 
 
15. Healthsouth Rehabilitation Hospital Of Sewickley 
 Sewickley  Pa   15143 
 
16. John Heinz Institute Of Rehabilitation 
 Wilkes Barre Townshi  Pa   18702 
 
17. Magee Rehab Hospital 
 Philadelphia  Pa   19179 
 
18. Upmc Rehabilitation Hosp 
 Pittsburgh  Pa   15217 
 
19. Valley Forge Med Ctr & Hosp 
 Norristown  Pa   19403 
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Trauma Centers 
 
Accredited Trauma Hospitals  
 
1. Abington Memorial Hospital 
2. Albert Einstein Medical Center 
3. Allegheny General Hospital 
4. Altoona Hospital 
5. The Children’s Hospital of Philadelphia 
6. The Children’s Hospital of Pittsburgh 
7. Community Medical Center 
8. Conemaugh Memorial Medical Center 
9. Crozer-Chester Medical Center 
10. Frankford Hospital – Torresdale Campus 
11. Geisinger Medical Center 
12. Hahnemann University Hospital 
13. Hamot Medical Center 
14. Lancaster General Hospital 
15. Lehigh Valley Hospital 
16. The Mercy Hospital of Pittsburgh 
17. The Milton S. Hershey Medical Center 
18. The Robert Packer Hospital 
19. St. Christopher’s Hospital for Children 
20. St. Luke’s Hospital 
21. St. Mary Medical Center 
22. Temple University Hospital 
23. Thomas Jefferson University Hospital 
24. University of Pennsylvania Health System, University of Pennsylvania Medical Center 
25. University of Pittsburgh Medical Center 
26. York Hospital 
 
 
Regional Resource Trauma Center with Additional Qualifications in Pediatric Trauma 
 
1. Lehigh Valley Hospital (Allentown) 
2. Geisinger Medical Center (Danville) 
3. The Milton S. Hershey Medical Center (Hershey) 
4. Temple University Hospital (Philadelphia) 
 
 
Pediatric Regional Resource Trauma Center 
 
1. The Children’s Hospital of Philadelphia (Philadelphia) 
2. The Children’s Hospital of Pittsburgh (Pittsburgh) 
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